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SUMMARY OF PORTFOLIO

Section A provides a conceptual critical review of the literature pertinent to the
consideration of Mothers living with HIV/AIDS (MLWHA), with a particular focus on African
mothers. This review will first highlight relevant contextual factors, including discussing
prevalence rates and the current reconceptualisations of HIV. This is followed by theories
and research relevant to MLWHA, whilst considering wider contextual, social and cultural
factors. Thirdly, the theoretical links of the reviewed literature to coping models and
strategies are made, and specific cultural factors considered. Finally, suggestions for future

research are highlighted.

Section B provides the findings of an Interpretative Phenomenological Analysis (IPA) study
exploring the meaning, experience and sense-making for UK-based African women who are
diagnosed with HIV during their pregnancy. Individual semi-structured interviews were
conducted with 12 African women, aged between 23-41, who were diagnosed with HIV
during their pregnancy. Emerging master and sub-themes are presented and examined,
followed by a discussion of the clinical implications, future research ideas and

methodological strengths and limitations.

Section C provides a critical appraisal and reflection on the research process, including,
evaluating what research skills were learned, which research skills the researcher wishes to
develop in the future, what would the researcher have done differently given the chance,
how will the research shape or inform the researcher’s clinical practice, and what future

research related to the studied area would the researcher consider carrying out.



Summary of Abbreviations

MLWHA- Mothers living with HIV/AIDS

WLWHA- Women living with HIV/AIDS

PLWHA- People living with HIV/AIDS

MTCT- Mother-to-child-transmission

Qol- Quality of life

IRM- lliness Representations Model

HAART- Highly active antiretroviral therapy
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Abstract:

This paper presents a conceptual critical review of the literature pertinent to the
consideration of Mothers living with HMMDS (MLWHA), with a particular focus

on African mothers. The reviefirst highlights the relevartontextual factors, the
current re-conceptualisations of HIV ane thotential mental health consequences of
a diagnosis of HIV. This is followed bydhbries and researchlevant to MLWHA,
whilst considering wider contextyalocial and cultural factorsChirdly, the

theoretical links of the reviewed literatuecoping models anstrategies are made,
and specific cultural factoronsidered. Finally, suggestiofe future research are

highlighted.
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1. INTRODUCTION

This review presents literature relevamtthe impact for mothers of receiving
and living with a diagnosis of human immumddiency virus (HIV), with a specific

focus on African mothers.

A review is warranted as researclygests that women living with HIV/AIDS
(WLWHA) are a unique populatioawing to their biological, economic, and social
vulnerability to contracting HIV (Bainge, Thomas, & Comblain, 2005) and due to

most women being in theirpeoductive years (UN-AIDS, 2007).

Being a mother living with HIV/AIDS(MLWHA) brings challenges which
may lead to increased levels of distrasg depression (Murphy et al., 2002), impact
the mother-child relationship, arah the child’s overall developmeg&honkoff &
Phillips,2000). Furthermore, MLWHA are often the primary caregivers in a family
constellation (Bor & duPlessis, 1997), may experience guilt about the impact of
HIV/AIDS on the family (Goggin et al.2001), and have coams about their
children’s needs and financial struggl@eMatteo, Wells, Gldie, & King, 2002).
Furthermore, they may have to contend wiigma, socially conaiicted roles, gender
inequalities (Dodd et al., 2004gproductive decision-makingé Bruyn, 200% and

threats to their sexlity (Weitz, 1990).

Existing literature on MLWHA predominantly focuses on an American
sample, and on women who have congdcHIV through drugise. Furthermore
guantitative studies tend to investigaawenues around sexual risk behaviours,
transmission routes (Arendt & von Gie803), differences between ethnicities in
HIV-presentation (Boyd et al., 2005), pattygao HIV testing (Erwin et al., 2002),

and adherence to highly actiaatiretroviral therapyHAART) (Mellins et al., 2008).

14



Therefore this review will take a differeahgle, and focus on the psychosocial lived
experience of African MLWHA within a Ukcontext. People offrican origin are

the second largest identifiable group of HIV-positive service-users in the NHS, yet
remain underrepresented in the litarat (Kesby, Fenton, Boyle, & Power, 2003).
Moreover, relatively littlehas been written about @ae from ethnic minority
backgrounds within the Br#h context (Brown, 2000). iterature suggests that
African MLWHA may contend with adtional challenges and require further

consideration due to vais cultural and sociahttors (Dodd et al., 2004).

In order to consider a multi-facetquicture of the experience of MLWHA,
with particular attention to African maehs, several threadand key areas will be
systematically explored and synthesisedme relevant literate exploring MLWHA
from non-African populations wilbe discussed in order tapture some of the more
general themes impacting on MLWHA, andhighlight gaps in the African specific

literature, and to lend itself to pasttial future research ideas.

With the intention of providing an omgew, this review will highlight
relevant contextual factorsncluding discussing prewaice rates, the current re-
conceptualisation of HIV as a chronic caimh, and the potential implications of
being diagnosed with HIV. This will be lfowed by theories and search relevant to
MLWHA in general, whilst considering more specific contextual, social and cultural
factors for African MLWHA. Theoretical links between the reviewed literature and
coping models will be made and culturattfars considered. Finally, suggestions for

future research will be highlighted.
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2. HUMAN IMMUNODEFICIENCY VIRUS (HIV)

HIV is a viral infection that canlead to Acquired Immunodeficiency
Syndrome (AIDS). The four major routestcdnsmission are from an infected mother
to her baby during birththrough breast milk, unprotext sex, and contaminated
needles. HIV damages the immune system, tgadarly white blood cells known as
CD4 cells. Furthermore, three-quarters afdividuals diagnosed with HIV/AIDS
experience cognitive and neurological changes, with 30% exhibiting multiple lesions

in their central nervous systgi@tern, Perkins, & Evans, 2000).

2.1 UK prevalence

In 2010, theestimatedcumulative total in the UK wakl11,922 HIV/AIDS

caseswith a further 27% predicted tee unaware of their stat@PA, 2010)

UNAIDS (2004) indicated that HIV has reached an epidemic status, and is
particularly on the rise among womenith an approximated 18:5 women—to-men
ratio among 15 to 24-year-ol@slPA, 2010) In the UK, females account f8i7%of
new HIV diagnoses (HPA, 2010).Eight percent of dldren born in the UK to
MLWHA were infected, with the remaindébeing described as affected by HIV
(HPA, 2010). However, thiglata wereobtained from ananonymous prevalence
monitoring programme, thus limiting the validifyurthermore, statistics utilise broad
ethnic categories, which often fail to distinguish between nationalities, potentially

resulting in conservative estates (DeCock & Low, 2007).

2.2 HIV as a chronic condition

In the Western world, medical advancements and the availability of HAART

have led to HIV/AIDS being re-conceptualisédm an acute illness to a chronic
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condition(Clarke, 1994)This has resulted in econaral and cultural repercussions
for the available treatment and puhblicderstanding of HIV/AIDS (Scandlyn, 2000).
However in the public realm this shiks arguably less known (Jack, 2018Yith
increased life expectancy, more attentiohesg paid to the quayi of life (QoL) and

mental health of people living with HIV/AIDS (PLWHA).

2.3 Mental health and HIV/AIDS

HIV/AIDS has vocational, psychologicahnd social implications (Satriano,
Berkman, & Remien, 2005), which can plaodreme demands on one’s coping skills
and mental healttB@savaraj, Navya, & Rashmi, 201®811V/AIDS often becomes an
enduring stressor for relationships, the individual and their family (Weihs, Fisher, &
Baird, 2002), and can take omaaster status obliteratirthe identity of the person

(Goffman, 1963).

A diagnosis of HIV can lead to selfdme, anger, guilt, hopelessness, denial,
disclosure fears, low self-esteem, ismlat and depression (Stevens & Hildebrandt,
2006). Furthermorethe implications of a life-teatening illness diagnosis are
considered a possible traumatic stressdhiwithe DSM-IV (American Psychiatric

Association, 2000).

The World Health Organization (WHO, 2004a3serts that the mental health
consequences of HIV/AIDS are substanti&allego, Gordillo, and Catalan (2000)
stated that 38-73% of PLWHAill have at least one psi@tric disorder in their
lifetime, and Benton (2008) found that 1/3llWwiave mood disorders. HIV has been
associated with acute stress, traunsaaglskiet al., 2004) panic, increased body-

scanning, and generalized anxi€fyeisman, Fishman, & Lyketsos, 1994). Moreover,

17



a UK study found that 31% of PLWHA reged having suicidal thoughts in the
previous week, with heterosexual men, thego had not disclosed their status, and
people of black ethnicity, being twice hkely to have such thoughts compared to

other groups (Sherr et al., 2008).

2.4 HIV-positive people from ethnt minority backgrounds in the UK

Although the term “African” will be usd, it is acknowddged that this
unfortunately implies homogeneity withia heterogeneous group of individuals
comprising of numerous cultures, langusgéribes, religions nationalities and
ethnicities (Elam, Fenton & Johnson, 19%pwers et al. (2006) interviewed 30 UK-
based Black-African peopleand reported that the ldvef isolation and poverty
requires a re-contextualisation of the HIV experieridds populationmay include
asylum-seeking or refugee people, whose needs are multi-faceted and multi-
dimensional (Papadopoulos, 2001) and neayer the entire gTtrum of human
requirements. They may have to justifieir presence, whilst living in legal limbo
(Luebben, 2003), and under the ever-preseamtathof being repatriated (Sourander,

2003).

Moreover, they may experience a myr@dgsychosocial difficulties, including
language barriers, housing, and unemployment. A large-scale study of outpatient
HIV-care in London (N=1,687) found thafrican HIV-positive service-users
reported more social difficulties thamy other group (Ibrahim, Anderson, Bukutu &
Elford, 2008). This illustrates sometbie social and economic challenges faced,
however as acknowledged by #@athors, the findings atesed on self-reported data,

and may be affected by social desirability bias and/or confidentiality concerns.
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Moreover, many have experienced traumas and losses. Forsyth, Burns, and
French (2005) found, from a sample @86 African individualsfrom 34 countries,
that UK presentation patterns of HIV correlated with periods of conflict and political
unrest in one’s countrof origin. For example, the iegale HIV-prevalence in Rwanda
prior to the 1994 conflicwas 1%, which rose to 11% by 1997, when an estimated 3%
of all Rwandan women had been rdp@NAIDS/ WHO, 2003). However, these
findings should be interpreted with cautionths trends are descriptive and therefore

a statistical correlation can not be made.

In addition, Mann (1996) suggested tHRELWHA, particularly those from
minority backgrounds experience humaghts violations. Mann (1996) identified
three phases of the HIV/AIDS epidemic: #@demic of HIV, the epidemic of AIDS,
and the epidemic of stigma, discrmation, and denial. Dodd et al. (2004, p.25)
supported this notion, “social, politicahd institutional racism are compounded by
anti-asylum discourses which constructriégdn people as threatening to the UK,

through their capacity tepread disease and drain government resources”.

2.5 Summary:

MLWHA are a unique under reseaeth population amongst PLWHA with
varying challenges to thewellbeing. With increasingrevalence rates, HIV re-
conceptualised as a chronic condition, and the widely adkdged implications of a
diagnosis on the individual and theimfdy, further understanding of their unique
needs and QoL issues may be valuable. Having outlined the broader context, this

review will now discuss literature relating to HIVtime context of motherhood.
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A comprehensive literature review was undertaken; See Appendix 1 for the
full search strategy and for information relating to how the studies included were

selected and deemed appropriate.

HIV IN THE CONTEXT OF MOTHERHOOD

3.1 Early detection and prevention measures in pregnancy

Before exploring the experienceloéing a MLWHA and some of the
additional considerations for African mothatss important to provide some relevant
context. In 1999, the UK adopted an “opt oygdlicy approach to antenatal HIV-
screening at around 12-weeks of gestatioepartment of Health, 1999). This has led
to significant reductions in the UK afiother-to-child-transmissions (MTC®j HIV,
which can occur during pregnancy, labourttopughbreastfeedingand
approximately 90% of HIV infectionlseing detected before delivetyRA, 2009)
These reductions have mainly beehiaged through antiretroviral drugs, not

breastfeeding, and, where appropriateaesarean section (DoH, 1999).

It has been estimated that withowatment, around 15-30% of babies born to
HIV-positive women would become infectddring pregnancy and delivery, with a
further 5-20% becoming infected througleastfeeding (De Cock et al., 2000). With
treatment, the risk of MTCT is estineakto reduce to 1% (Coovadia, 2004).
Therefore pregnant women represent an impottgroup of PLWHA (Smith et al.,
2009) due to early interviéon and MTCT prevention opportunities, and due to the

unique challenges they face, which will be discussed in the following sections.
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3.2 Cultural considerations of MTCT HIV prevention

The recommended steps to reduce MMT(DoH, 1999a), coupled with the
cultural expectations swunding birth and pregnay, and the UK becoming
increasingly medicalisedJgkul & Ahmad, 2003 has instigateduestions about how
MTCT prevention measures might conflwith cultural practices and norms (De-
Sammy, 2006). The following studies illustrataltural considerations relevant to
MLWHA. Breastfeeding will be the main focuis this review, as it is considered a
fundamental component of the tamal role in African women(Hilderbrand,

Goemaere, & Coetzee, 2003)

Hilderbrand et al. (2003pund that African MLWHAperceived breastfeeding
as crucial for developing an emotional bond with the baby, and key in ensuring
nutritional health (Piwozt al., 2005). Thereforthey experienced guilt, frustration
and sadness as a resufltnot breastfeedingn some cultures, opting for a caesarean
or bottle-feeding can arouse suspicion and create stigma, owing to the association of
such behaviours with HIV, and the cultural beliefs that HIV is caused by promiscuity

(Eide et al., 2006

Thairu et al. (2005) used ethnographic techniques to interview 22 South
African HIV-positive women about their eivs on infant-feeding. Five themes of
influences on feeding decisions emerg€ld: stigma; (2) maternal age and family
influences on feeding practices; (3) ecommircumstances; (4) beliefs about HIV
transmission through breastmilk; and (5)lidfe about the quality of breastmilk
compared to formula. Similarly, Doherty at (2006) interviewed 40 African HIV-
positive women to explore infant-feeding practices, and concluded that fear of
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disclosure and stigma weakened motherditglio resist entrenched community and

family norms.

Kebaabetswe (2007@arried outqualitative interviews exploring the factors
motivating and hindering pregnant womerparticipation in a MTCT prevention
programme in Botswana. Participants included ten HIV-positive pregnant women
who took part in the programme, 11 wheclined the programme, 9 health workers
and 10 key informants. Thematic content analysis suggested that fear of knowing
one's status, stigma, lack of male parmstpport, and negatiatitudes of health
workers were barriers to participation; weas availability of free antiretroviral drugs
and infant formula were reinforcing factofis study is noteworthy as it attended to

multiple perspectives, including those who declined the intervention.

The above studies are limited by the lafkquantitative data, and by small
and purposive sampling, which may not bpresentative of other sub-populations.
Nevertheless, they illustrate that lindteesources, stigma, and discrimination are
significant impediments to these women, and that going against cultural feeding
norms can reveal the mother's HIV-statussulting in unwanted disclosure and

discreditation of motherhood.

3.3 Becoming a mother

General theoretical underpinnings asahceptual frameworks on becoming a

mother are discussed below, before proceeding to the experience of MLWHA.

Childbearing can be a period of psychological transition, which can be
helpfully understood withina social context (Wredet al., 2006). Furthermore,

becoming a mother represents significant personal, social and biological transitions
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(Smith, Flowers, & Larkin, 2009), with therth of a child being identified as a major

life event for the family (Weaver & Ushet997). Mercer (2004) described becoming

a mother in four stages: 1) commitmentaahment and preparation, 2) acquaintance,
learning, and physical restoration; &oving toward a new normality, and 4)
achievement of a maternal identity. Furthermore, Sethi (1995) posited that becoming
a mother involves constant change, including redefinitions of self, relationships, and

professional goals.

These complexities were captured anmeta-synthesis of nine qualitative
studies exploring maternal transition Nglson (2003), who found that women were
largely unprepared to deal with motheod, and that the postpartum months were
described as physically and mentallyhaxsting, and filled with uncertainty and

emotional lability.

3.4 HIV and motherhood

The accumulation of environmental and d¢immal stress associated with being
a MLWHA, can have wide-reaching systemimplications, and can interfere with
responsive caregiving, the metkchild relationship, mateal mental health, and
children's cognitive, emotional and social development (Sg&63). For example,
Pregnant women diagnosed with HIV/AID@ght contend with a range of challenges
including, their unpredictablenfection, the specific congeences of some of the
recommended MTCT prevention proceduredigma, isolation, preparation for
parenthood, potential relational difficultiesuch as serodiscordancy (a couple in
which only one partner is Ntpositive), blame, and abandonment (Gari, Habte, &

Markos, 2010). These difficulties might be intensified by media images, which
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overwhelmingly portray happy motherspntented babies and helpful partners

(Nicolson, 1998).

MLWHA may also experience uncertaingbout transmitting HIV to their
child (Santacroce, 2000). In additiom qualitative study using interpretative
phenomenological analysis (IPA) found that HIV-positive pregnant and postpartum
women constantly worry about their infabécoming infected (Sawatphanit et al.,
2004). Furthermore, mothers can also be fearful of infecting dhaddren through

casual contact, such as through hugging (Faithful, 1997).

Some of these assertioare supported by Sande(@008) phenomenological
study, exploring the meaning of pregnarafyer an HIV diagnosis, with nine New
York-based women, aged 34-53. She found tiingit experience was characterized by
distress, ambivalence, and stigma, alongsidenged to rectify mistakes with existing
children and be a better mother. Thatudy highlights some of the women’s
contrasting experiences; however, the traiadidity is questionable due to the sample
being self-selected with Bocus on women with substance-use histories and child
custody issues. It seems, Mercer’s (208#)ges may be challenging for MLWHA,
particularly forming a positive maternal idéy, as they may consider themselves

incapable, and fear beimgorally condemned as farei mothers (Beck, 2002b).

The importance of motherhood in thentext of HIV is demonstrated by
Doyal and Anderson’s (2003) qualitativ&udy with 62 African London-based
WLWHA. They found that the majority afomen highlighted chilegaring, sexuality,
and pregnancy as priorities, and as timeemHIV particularly challenged their lives.
However, motherhood was also deemed asrgoortant source cotheir identity and

legitimacy. Participants reported that theptions were constrained by their own and
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other’s expectations of women’s behaviuand many had experienced at least one
traumatic life-event, includg rape, direct experience bifiV-related death, and the
death of own child from AIDS. Doyal dnAnderson’s (2003) study captures how
HIV is not always the primary disruptivesue, but is one of multiple difficulties
(Bletzer, 2007) Furthermore, it demonstratesetimportance of motherhood within
these challenges, and points towards the importance of a holistic contextual
framework when working with MLWHAHowever, due to the purposive London-
based sample, its generalisabilitylimited. Additionally, the methodology for the

analysis used was not specified, compromising the rigour of the study.

Hebling and Hardy (2007) carried oat qualitative stdy using thematic
analysis with 12 HIV-positive Brazilian wmeen, exploring their feelings about
motherhood, decision-making for theirildnen’s care, and identifying defence
mechanisms used in dealing with thearopositivity. They found that motherhood
was seen as an essentidlilbtite and a reason for liyjnand that some had made
future care provisions for their childreHowever it emerged for these women that
thinking about their children becoming orphans increased their feelings of impotence
and guilt. Their defence mechanisms inelddcompensation, denial, rationalisation,
and projection. This study used a purposive, small Brazilian sample, and therefore the
findings may not be applicabte a UK population. However, iitustrates some of the
coping strategies used MLWHA and highlights these woen’s and their children’s

needs for ongoing bio-psycho-social support.

Marcenko and Samost (1999) facilitatsix focus groups with 40 American-
based MLWHA. Several had histories siibstance-abuse and 10 had HIV-positive

children. Participants were primarily concedngith issues of disclosure and feelings
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of guilt and anger about thiéestyle choices which hadatributed to tk contraction

of HIV/AIDS. This study is useful in hidighting themes for lmical interventions;
however, this sub-group may significantlyrydrom, for example, women with HIV-
negative children. Important to mentiontlsat issues around disclosure seemed a
dominant theme in the majority of stedi exploring the experience of being a

MLWHA (See Murphy, 2008 for a more thorough review).

Furthermore, Sandelowski and Barrd2003) carried out a meta-analysis of
56 American-based qualitativetudies of motherhood in éhcontext of HIV. They
found two primary goals of MLWHA: (aprotecting children from HIV-related
stigma and from contracting HIV, and)(the preservation o& positive maternal

identity.

Additional relevant findings included Ihothers’ struggling with whether to
disclose their status to their childreand mothers’ worryingabout others’ negative
reactions to themselves and their childréBantacroce, Deatrick, & Ledlie, 2002;
Ciambrone, 2002), 2) mothers concerns oveldaare, especially if their disease
worsened and/or after tmaleath (Hackl, Somlai, Kell§ Kalichman, 1997), and that
3) motherhood seemed to be central torthgintities, and bought positivity, strength,
normalcy, inspiration and hope into thdives (Ciambrone2002, Goggin et al.,

2001).

The findings’ generalisability is limited as the samples were mostly American,
small, self-selected, were aware of thdlv/-status before mgnancy, and had used
substances, leading to child-custody ésand MTCT in someases. Additionally,
the studies’ findings were baken varying definitions of ewepts, such as ethnicity

and family, and were conducted in divecemtexts, making meaningful comparisons
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challenging. Moreover, as reported by théhors, caution must be employed owing

to subjectivity, as the syntheses fafidings are based on the construction of the
researchers’ interpretations of the data, which are based on the participants’
constructions of their experiences. rthgrmore, the methodologies were not
standardised, making replicati difficult. However, the review offers a clinically

rich insight into the experiences mbtherhood in the context of HIV.

Similarly, other qualitative studiefocusing on MLWHA mainly use an
American sample, with the majority of phiaipants having a substance-abuse history
and choosing to become pregnant feilag diagnosis (Sanders, 2008; Stevens &
Hildebrandt, 2006). Studies exploringetipregnancy decision-making following an
HIV-diagnosis, found that women weigh@dncerns about their own health and
vertical transmission, against their deshe have a child.Furthermore stigma,

religious beliefs, and others attitidelayed a role (Craft et al., 2007).

3.5 Additional considerations- negative discourses and stigma:

There is an increasing evidence-base highlighting the negative impact that
HIV-related stigma and discrimination cdmave on the mentdiealth of PLWHA
(DeBruyn, 2002; Nyblade, 2003). More spieally, MLWHA are faced with the
moral and sexual discourses of blame, perversity catghbility (Bredstrom, 2006),
and have been portrayed as helplesagdeous, needing pity (Squire, 1993) and as
“dirty, diseased and undeserving”alvless, Kippax, & Crawford, 1996, p. 1371).
These images and conceptualisations e to a spoiled identity (Rohleder &
Gibson, 2006), internalised stigma, and fo&edings of self-condemnation and guilt

(Lawless et al., 1996). Similarly, Sonté$988) suggested HIV/AIDS has replaced
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cancer as the disease most demonised betgohe stated that societies need to

have an illness which is identified with evil and attaches blame to its victims.

Therefore it has been suggested thatdgblack, African, an asylum-seeker or
refugee woman, a mother, and HIV-positive, can imply an intersection of
marginalized, rivalling, oppressive and incongruous identities (Dodd et al., 2004)

which can impact upon psychological well-being.

3.6 Summary:

MLWHA face multiple challenges, incluay stigma, discrimination, concerns
about the children’s wellbeing, preservingpasitive maternal identity, disclosure
decisions, and guilt. However, motherhood in the context of HIV has been repeatedly
shown to be a source of strength andwadcy. Furthermore, African MLWHA may
experience additional challenges such tasumas, socioeconomic difficulties,

psychosocial issues, and cultural confliwith MTCT prevention procedures.

4. MODELS AND MEDIATORS OF COPING WITH HIV

With an increased interest in MLWHA’s QoL, it is important to consider
mediators which might conbute or hinder this, antheories around coping. Owing
to the lack of literature focusing specifigabn motherhood and HIV, other relevant
theories including the illness representation model, the social cognitive transition
model, and family illness narrativesimbe drawn upon. This review acknowledges
that there are multiple coping mediators at play for this population; however it is
beyond the scope of this review to explall, therefore two factors which were
pertinent in the African MLWHA literaturevere around religion and spirituality, and

social support, therefore thes@l be discussed further.
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4.1 Adjustment

The Social-Cognitive transition model of adjustment (Power & Dalgleish,
1997) theorised that individual differencesresponding to illness are reflected in
three primary factors, 1) cognitive models the self, world, and others, 2) social
contexts through which events are expeced, and 3) the diversity of people’s
characteristic styles of responding to information incompatible with their

assumptions.

Conversely, Taylor (1983) posited that the processeolved in adjusting to
a threatening event included 1) causallaitions and reassessiggals and values, 2)
gaining a sense of mastery, and 3) enhancing self-esteem. Gaining mastery might be
particularly challenging foMLWHA owing to low self-estem (Ross, Sawatphanit,
Mizuna, & Takeo, 2011), and the unprediclizdy of HIV/AIDS may find gaining

mastery difficult.

These models emphasise the usefulness of understanding one’s social context
and perceptions of diagnosis and how taa facilitate coping. This seems important
aseasing of psychological distss and processing of trauimaexperiences has been
linked to better immune function and lomgeirvival in PLWHA (Golub et al., 2003).

One way of thinking about peopleitiness perceptions is by using the illness

representation model (IRM).

4.2 lliness representation modednd family illness narratives

According to Lazarus and Folkman'’s (1984) theory, coping is the process of
managing internal and external demandsictvlare appraised as taxing or exceeding

the individual's resources. The IRM focuses on the relationships between illness
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representations (IRgnd coping (See meta-analybis Hagger & Orbell, 2003). IRs
are distinct culturayl-based, learnt patterns and npietations of how individuals

experience, explain and ma®an illness (Radley, 1994).

Leventhal, Benyamini, and Bwnlee (1997) described thiee components of
the IRM: 1) Identity. thelabel given to the conton and symptoms; 2Lause
ideasabout the perceived causelod condition based upon information gathdrech
a variety of sources. 3)Time-line thepredictive belief about how long the
conditionmight last; 4)Consequenceseliefs about the consequeneesl impact of
the condition; and 5)Curability/controllability.: beliefs about the treatability and
control over the condition. Thisan be explored in ternas the individual’'s perceived
locus of control (Rotter, 1954Rincus and Morley (20Q1propose that when the
illness and self-schema become enmdshfor example when people define

themselves by negative aspects of timeds, the person may become depressed.

Hale, Treharneand Kitas (2007) argue thathe IRM is reductionist and
neglects the role of amdteraction with significant others and wider contexts. This
limitation is of particular importance for AfricarMLWHA, as describing
psychological distress in e¢hcontext of social and terpersonal situations may
resonate better in traditional societiewlaninority communities in the West (Patel,
1995). Conversely, family illness narrativasgguably incorporat the interpersonal
and contextual influences of HIV/AIDSand therefore may be useful when
considering African MLWHA. Family illness narratives are the stories families tell
about their illness experieas (Hardwick, 1989). As ilass experiences accumulate

and recur, they become family myths/legaciincluding beliefabout who gets sick
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and why, and what are appropriate waysaging, caring, andommunication (Bury,

2001).

4.3 Spirituality and religion

Research has indicated that individuaften turn to religion and spirituality
when coping with change and difficui€Dein & Stygall, 1997).Religion has been
shown to have positive effects on copingd arovides a sense ofner-strength for
people from Africa when dealing witdlV (Doyal & Anderson, 2005). Additionally,
religion can contribute to oneatributions of the natureontrollability, and positive
reframing of an illness (Pargament et 4890). It has beefound that for PLWHA,
spirituality can provide a sense of meaning when one’s existence is threatened

(Frankl, 1959; Jenkins, 1995).

Research has shown that PLWHA whpaod greater engagement in spiritual
activities report lower emotional distregSowell et al., 2000), lower depression
(Simoni & Ortiz, 2003), greater optimism (Bjgr et al., 1999), better psychological
adaptation (Simoni, 2002), and greater ognbf CD4 cells [ronson, Stuetzle, &
Fletcher, 2006). Furthermore, Chinouya and O'Keefe (2005) found that some UK-
based Africans believe that prayer camecHIV without medication, and that being

religious can prevent HIV transmission.

Maman, Cathcart, Burkhardt, and Beh@308) carried out terviews with 40
CongoleseHIV-positive pregnant or new motheebout the role of religion in their
lives. Women reported that religious leaders and spirituality were important sources
of support As acknowledged by the authorsjsttstudy demonstrates the support
religion can play, however, as the study did foaus on spirituality it is difficult to

conclude spirituality’s influence. Additially, information was not collected on the
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women's religious affiliations; therefore, it was not possible to identify patterns in

different religious beliefs.

The above indicates that dseeligious and spiritudbeliefs and practices can
be adaptive ways of coping and managinthwilV, however also may compromise

adherence to medical treatment.

4.4 Social support

Social support has been identified ase of the most important factors
explaining differences in QoL followg diagnosis (Felton & Revenson, 1984).
MLWHA may experience stigma which can lead to self-imposed estrangement and
decreased socialisation (Longo, Spross, & lepd©90). Social exclusion can threaten
a sense of belonging, self-esteem, cdntamd meaningful existence (William &

Govan, 2005).

Research has shown that support myipregnancy can reduce the likelihood
of low-birth weight infantgKillingsworth Rini et al.,1999), increase self-confidence
in the motherhood role (Oakley, 1979) aretuce the prevalence of depressive

symptoms in the postpartum period (Beck, 2002).

Serovich, Kimberly, Mosack, and Lew(i#001) reported that support networks
are crucial buffers against emotional kst in women. Research suggests that
HIV/AIDS support groups can enhance sdffeacy, mastery, reduce social isolation,
and emotional distress, (Simoni, 2005) évstgreater disclosure, and increase

knowledge of issues relating to HIV/AIDS (Gillett & Parr, 2010).
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4.5 Cultural variations in illness models

This section will explore some cultu@nsiderations which may be important
when integrating the different coping models and mediators, with a particular view on
their applicability to Afican MLWHA, as people’ssense-making, pre-existing
beliefs, and assumptions are believed tanfleenced by cultural factors. Scandlyn
(2000) suggested that how a society integpamd classifies syptoms, treatment, and
assigns the sick role varies according tdtipke factors, from geographic location to
political economy. Similarly, Kleinman (183 stated that conceptualisations and
management of experiences are culturally saps individuals have learned to think
and act within their social context. Tkésre, when developg interventions in a

diverse society, it is important to consi@ddternative ways of making sense of iliness.

This seems even more pertinent when applying some of the previously
discussed factors to people from variaisnic minority backgrounds. For example,
those from different cultural backgroundsy have varying illness representations
(Leventhal et al., 2001), such as, seeirg gblf, identity, andody as inextricably
linked (Coker, 2004). Furthermore, Karg2004) explored cultad differences in
conceptual models of depression byganting two culturagroups in New York:
South Asian immigrants (SA) and Eyean Americans (EA) with a vignette
describing symptoms of depression. Resutidicated pervasive differences in
representational models across the groupsp&@#cipants identified the “problem” in
social and moral terms, and emphasizedmaiiagement and lay referral strategies.
This study is useful in ghlighting some of the poteatidifferences among cultural
groups in illness explanations and treatinehoices, however, caution must be used

when interpreting these findings, as the sample was small and the views expressed
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were not contextualised within other impartdactors, such as length of stay in

country and educational level.

These differing illness explanations exdeto people’s perception of HIV, its
cause, meaning, and consequences. Therdferfollowing studies demonstrate some
of the discourses associated with HIV/AID&ith the aim of futher understanding

some factors which might shape African MLWHA experiences.

Studies carried out in Zimbabwe, Tanzania, Uganda, and South Africa found
that HIV/AIDS was conceptliaed as a social and phyalcdeath. This increased
people’s feelings of distress, helplessnassl fostered denial and secrecy (Meursing

& Sibindi, 2000; Ankrah, 1992; Dzenberg, 1992; Coleman, 1996).

Koku (2010) discussed how discoursgsund HIV as death are evident in
linguistic labels such awaiti inayotembedwalking corpse) used in Tanzania
andmakizi yaku mochaiikeys to the mortuary) used in Zambia (Mill, 2001; Nyblade
et al. 2003). Some of these discourseghmnihave been influenced by negative
experiences of HIV in Africa, where mlieal care is limitd (Yandell, 2006),

knowledge is generally poor, and mdittarates are high (Monasch & Mahy, 2006).

In many countries, HIV is believed teoesult from deviant, social, and
religiously proscribed behaviours, sucheagramarital sexual relations, promiscuity,
homosexuality, prostitution or sexual relationgh foreigners (Mill, 2001; Ulasi et
al., 2009), or linked to soery and witchcraft (Strickihd, 2004), or as a punishment

for sin (Parker & Aggleton, 2002; Okpako, 2006).
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4.6 Summary:

These studies capture multiple explaoag for HIV/AIDS, which are useful
when considering clinical terventions. However, they rely on self-report measures
and observations, therefore increasing the likelihood of interpreter and social
desirability bias. These stied also highlight the imptance of considering one’s
social support system, and exploring one’s conceptualisations and cognitions around
illness, which may vary depending on oneidtural, political, social, religious, and

family context.

5. CONCLUSION AND FUTURE DIRECTIONS

Given the increasingly high propomioof African MLWHA in the UK
(Flowers et al., 2006) and the DoH and NHf8isus on deliveringace equality and
cultural competence, (DoH, 2005; Race relatidog 2000), it is surprising that there
is a dearth of literature exploring their needs and experiences. The majority of
research avenues on MLWHA have feed on drug-using women and American
samples (Onwumere, Holtum, & Hir&002; Rohleder & Gibson, 2006). Furthermore
studies have tended to be behaviouaald biomedical focused, predominately
exploring issues around silosure (Letteney & LaPkPw, 2004), child care
plans/provisions (Jones, 2004), and orHvi-positive woman’s decision to become
pregnant (Bedimo-Rung et al., 2005), tmeglecting the reladhal and psychosocial

lived experience of AfricaMLWHA in the UK.

Furthermore most studies focus on the challenges which face MLWHA, as
opposed to exploring their résnce and strengths. Moreovdew studies have
specifically examined motherhood in the @xitof maternal illness (Radtke & Van
Mens-Verhulst, 2001)In addition, IRs, appraisalsand family narratives around
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illness, can be influenced by numerous factors, including one’s contextual and
cultural influences and beliefs, the medihealth-care messages, and medication
availability. Therefore, continuous exphtion is needed to meet these dynamic

needs.

Moreover, there is a dearth of resgadistinguishing between the varying
needs faced by different sub-groups of WIHA, for example those whom have HIV-

positive children, and/or are asylum-seeker and refugee women.

This review concludes that African MLWHA are faced with a complex
plethora of experiences, including difficulties around some @MACT prevention
measures, experiences of stigma, guilt, previous trauma and losses, disclosure
decisions, emotional distress, and concewer children’s welfare. Taking into
account the increasing HIV prevalence satamongst mothers ithin the British
context, HIV being re-defined as ehronic illness, African MLWHA'’s unique
challenges, and the potential impact on akitdborn to MLWHA,more research is
needed on their and their children’s QoL issues and experiences to inform suitable

life-enhancing interventions.

Therefore this review indicates th#te following future research avenues
would contribute to enhancing the esitte-base and understanding of African

MLWHA:

1. Understanding experiences of Uiased African women diagnosed
with HIV during their pregnancy.

2. The inter-relationship between African MLWHA’'s illness
representations and their coping strategies.

3. The impact of an HIV-diagnosis on the mother-child relationship.
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4. A comparison of the experienced being a UK-based African
MLWHA and refugee/asylum-seeker compared with a comparison
group.

5. A longitudinal exploration of UK-bsed African MLWHA at different

illness stages.
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Abstract

A qualitative investigation was conducted ¢xplore the experience of African
women living in the UK after being djaosed with HIV during their pregnancy.
Twelve participants compied a short demographic qties, and participated in a
one-to-one semi-structured interview. The interview was designed to address multiple
personal, interpersonal, and systemic isseésted to their HIV status, and HIV in
the context of motherhood. Data weranalysed using interpretative
phenomenological analysis (IPA). Themesickhemerged included: HIV being part
of one’s wider tapestry, community and gystc influences and responses to HIV,
experiencing a different story of HIVnd the mother-child tationship. Strikingly,
the aspect of HIV that these womerpaged finding most diressing was their
inability to breastfeed, which seemed centraltheir cultural identity as mothers.
While the generalisability of these findings clearly limited, nevertheless it seems
important for clinicians to (i) recognigkat HIV may not always be the primary
difficulty facing their clients, and mape amongst numerous other factors, (ii)
consider systemic and contextual factors;luding cultural ifluences and past
trauma, (iii) focus on client resourcesdacapacity for resilience, and (iv) support
clients to access locatsources, including support graygv) attend to issues around
confidentiality, disclosuradecisions and breastfeedingnd (vi) hold in mind the
potentially powerful and helpful affedor these women of witnessing different
narratives around HIV. The continuing need to counteract stagrdaliscrimination,

including from health professionaladfrom the media, was also apparent.

Key words: African, maternal HIV, refuge, asylum-seeking, pregnancy
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1. Introduction:

In 1999, the UK introduced an opt-out antenatal testing policy resulting in many new

HIV diagnoses being detected during pregnamddptherhood requires constant change,
redefinitions of self, relationships, ammals (Sethi, 1995). Pregnant HIV-positive
women have additional challenges to cope with, which can be understood using
Mercer’s (2004) stagenodel. These mothers not only have to move towards a new
normality and achieve a maternal identity, which may be influenced in the context of
newly diagnosed HIV. In addition they snalso experience personal, social, and
biological transitions (Smith et al., 2009nd contend with uncertainty and fear
about transmitting HIV to their child (Santacroce, 2000), unpredictable infection,
stigma, isolation, relational difficties, such as serodiscordaney douple in which

only one partner isllV-positive) abandonment, blame, and loss of economic support

(Gari, Habte & Markos, 2010).

With these challenges in mind, sevetladéoretical models point towards the
importance of considering and understandirdjvidual differences in sense-making,
coping, and managing HIV. Is important to considendividual's influences and
beliefs, particularly as peaplfrom different culturabackgrounds may have varying
illness scripts/narratives  (Kleinma 1988; Hardwick, 1989) and illness
representations (IRs) (Leveadhet al., 2001). In the Iless Representations Model,
(Leventhal, Nerenz, & Steeld,984), IRs are culturally-lsad, learnt patterns, and
interpretations of how an individual expnces, explains, and manages an illness
(Radley, 199). It uses five illness perceptions to explain this:lljess identity

illness symptoms and label, 2Jimeline perceived length of illness, 3)
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Consequencegerceived severity and the cal, physical, ad psychological
consequences of the illness;@ausesbeliefs about what causede illness, and 5)
Controllability-perceptions of whether the illresan be controlled or cured. For
example, Mothers living with HIV/AIDMLWHA) are often the primary caregivers
in a family constellation (Bor & duPlessil997), and may experice guilt about the
impact of HIV on their family (Goggin et al., 2001). The accumulation of
environmental and emotional stress can lkeakligh levels of distress and depression
(Murphy et al.,, 2002) which can interfenith effective parenting, maternal
wellbeing, the mother-child relationshipndathe child’s cognitive, emotional, and

social developmens{ein,2003.

To date, most research on MLWHhas focused ordrug-using women,
American samples (Onwumere, Holtur&, Hirst, 2002), and concentrated on
behavioural, risk, and biomedical aspecBudies have predominately explored
disclosure issues (Letten& LaPorte, 2004), childcare provisions (Jones, 2004), and
an HIV-positive women’s reproductive decisions (Bedimo-Rung et al., 2005). Few
studies have examined motherhood in tbetext of maternal lihess (Radtke & Van
Mens-Verhulst, 2001) or congted the relationship betwedimess and identity in
the context of HIV. Additionally, most studies have focused on problem-saturated

discourses, as opposed to exploring gopulation’s capacity for resilience.

Another underrepresented groupthe literature is people of African origin,
despite the evidence that in the UK traeg the second largesientifiable group of
HIV-positive service-users in the NH&esby, Fenton, Boyle, & Power, 2003).
Although the term “African” will be usedit is acknowledged that this implies
homogeneity, within a heterogeneous grafipndividuals comprising of numerous
cultures, languages, tribegligions, nationalities, andleticities (Elam et al., 1999).
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This populatiormay include asylum-seeking or refugee people whose needs are multi-
dimensional (Papadopoulos, 2001). They mayeha justify their presence, whilst
living in legal limbo (Luebben, 2003) and umdthe omnipresent threat of being
repatriated (Sourander, 2003), whilst aading with a myriad of psychosocial
difficulties, including language barrgr housing, and unemployment (lbrahim,
Anderson, Bukutu, & Elford, 2008). Moreovemany have experienced traumas,
losses and political uncertainty. ForsyBuyrns and French (2005) found that UK
presentation patterns of HIV correlated wiriods of conflict angbolitical unrest in
one’s country of origin. For example, the female HIV-prevalence in Rwanda prior to
the 1994 conflict was 1%, whialese to 11% by 1997, when an estimated 3% of all

Rwandan women had been raped (UNAIDS/ WHO, 2003).

Within this population, some mother-to-child-transmission (MTCT)
prevention procedures may instigate quesiabout how these measures conflict
with cultural practices and norms ([Bammy, 2006). In the &nt literature, a
particular challenge for HIV-positive African mothers has been the requirement to not

breastfeed (Doherty et.aP006; Kebaabetswe, 2007).

For some,HIV is coupled with deviant, social, and religiously proscribed
behaviours, such as promiscuity, homosexualfiyostitution and sexual relations with

foreigners Mill, 2001; Ulasi et al., 2009 or as a result opunishment, sorcery, or
witchcraft (Parker & Aggleton, 2002)kpako, 200% Moreover, HIV has been
strongly associated with deahd dying, as Koku (2010}lustrated in his discussion
of linguistic labels for HIV in various African countries, suchnaaiti inayotembegwalking
corpse) used in Tanzanimakizi yaku mochaikeys to the mortuary) used in Zambéad

menfese mut@host) used in Ethiopia (Mill, 200Nyblade et al., 2003
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These complexities indicate that bgian asylum-seeking/refugee MLWHA
can imply an intersection ofmarginalized, stigmatised, rivalling, and oppressive
identities (Dodd et al.,, 2004)5iven the increasingly high proportion of African
MLWHA in the UK (Flowers et al., 2006)na the Department of Health (DoH) and
NHS’s focus on delivering cultural comience (DoH, 2005), it isurprising that

there is a dearth of literature egphg their needs and experiences.

Taking into account the re-conceptualisation of HIV as a chronic illi€&arke,
1994) the availability of medication ithe UK, and assoaied increasetife expectancy,
more consideration is requitéo explore these women’s diiya of life (QoL) issues,
coping styles, and lived experience. Whastuctive quantitative approaches may be
useful in the future, the existing liteva¢ neglects the relathal and psychosocial
lived experience of African mothers inettJK, who are often refugee or asylum-
seeking women diagnosed with HIV during their pregnancy. Their complex plethora
of experiences is indicative of the nefed a more in-depth qualitative exploration,
owing to the significance of maternal welibg on child outcomes, the mother-child

relationship, and early i@rvention @portunities.

2. Aims:

This study uses a qualitative appch to explore the following research
guestion, “What are the experiences aod/ do UK-based African women perceive,
make sense, and manage a diagnasisHIV during their pregnancy, and

subsequently?

This study hopes to extend current untiarding on how bedb support this
population, both at the time diagnosis and subsequentind to inform useful life-

enhancing psychological models.
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3. Method:

3.1 Recruitment:

All participants had or were attend a London-based antenatal group for
African women who had been diagnoseih HIV during their pregnancy. This
group was held monthly at dwrch and run by &cal charity. The majority of the
women had intermittent contact with theogp facilitators. The researcher presented
the research to the charitgam, and subsequently wawited to attend the group.
The majority of participants were regted through this group, and the remaining
sample, who tended to be former or leggjfrent group members, were contacted via
the group facilitators. Prospive participantsreceived an information sheet
(Appendix 2) and those who consentedreveontacted via telephone and were
introduced to the project, offered the oppaity for questions and sent the consent

form (Appendix 3). Once they consented tiggrants were invited for an interview.

3.2 Site

The interviews took place at the Londoragty base in a small private room.
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3.3 Participants:

The purposive sample included 12 participants. Interpretative
Phenomenological Analysis (IPA) uses ain purposively selected and carefully
situated samples (Smith et al., 2009). keeping with IPA’s notion of having a
homogenous sample, the following inclusioriezta were met: all participant’s were:

1) female, 2) self-identified as AfricaB) over 18-years old}) living in the London
vicinity, 5) had or were teending an HIV-antenatal gup, 6) diagnosed with HIV
during their pregnancy, 7) able to commureceg¢rbally in English, and 8) willing to
participate. Participants who did not mekése criteria were not approached and

therefore were excluded.

The participants were aged betweend23-with a mean age of 32. Their length
in the UK ranged from 2 to 19 years, wdhmean of 8 years. Time since diagnosis
ranged from 10 months to 7 years, wittmaan of 5.2 years. They had a range of
employment and marital statuses, educatigoalifications, and were from a variety
of religious and cultural backgrounds. Coussrbf origin included Rwanda, Uganda,
the Congo, Sudan, Ivory Coast, Zimbabwe, Negeand Ethiopia. Immigration status
varied, however the majority were asiyl-seeking women. For further demographic
details See Appendix 6, however to preseamenymity these will be removed and/or

modified before binding.

3.4 Ethical considerations

The study was reviewed by a univgrethics panel (8&e Appendix 17) and
adhered to the BPS code of ethigsd aconduct, and DCP professional practice

guidelines (DCP, 1995; BPS2006). Participants received information sheets
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detailing information on confidentiality andsitimits. Prior to agreeing to take part,
these were discussed, and re-emphasistt anterview. Participants signed consent
forms and their right to withdraw or eput at anytime was made clear. To
accommodate for any distress, the reseaixhemical skills were utilised and
participants were supportdéyy the charity and a specidlidlV-service. Furthermore
a list of supportive organisations wasstdbuted (not included to ensure

confidentiality).

3.5 Design

This study used a non-experimental, [gative design. The information was

collected using semi-structured interviews.

3.6 Data collection and interview schedule:

The interview schedule was formed fraime extant literature, and through
consultation with field experts, and tlyeoup facilitators. Subsequently two pilot
interviews were carried out with womewho matched the @husion criteria.
Participants were asked to comment oe #tyle, language, and content of the
interview. Feedback was positive and the questions and style were found to be
suitable and adequately addressing theeaech topic, therefore it was not felt

necessary to make asignificant changes.

The questions were broad to allow participants to focus on what was salient to
them, and included questions around whHY meant to them, their diagnosis
experience, and coping strategies (Sepehdix 4 for the interview schedule). The

interviews were recorded and kedtbetween 40 to 90 minutes.
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3.7 Analvtic strateqgy:

This exploratory study soughd understand complex phenomena (Camic,
Rhodes, & Yardley, 2003) therefore IPA wamsen, as it was felt it best captured the
multiple meanings which participants ascritiedheir experiences. It also highlights
the significance of the social and cultucahtext, and acknowtiges the centrality of
meaning and the co-construction of thee&rch endeavour. IPA aims to understand
the perspective of particular people, in a particular context. Its idiographic slant
allows the reader to apprate the phenomenon at the legéthe individual, and the

wider group of participants.

The interviews were transcribed verba@md analysed using the guidelines for

conducting IPA outlined by Smith (2004, 2009):

1) Themes were identified andokalled through repeated reading.

2) Connections were recorded between emerging themes.

3) A master of themes and sub-themes was compiled.

4) The above stages were repeated for each transcript.

3.8 Quality assurance:

The research supervisor conductad independent dit process on 3
transcripts to ensure themes and sub-temere not overrepresented and had cross-

transcript reliability.

Furthermore, illustration quotatiorad grounding examples from interview

data were used to evidence participant’s voices in the interpretations made (Smith et
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al., 2009) with the aim of allowing readers tassess the persuasiveness of the

analysis for themselves.

Moreover, participant information was gathered to situate the sample further
by establishing some key contextual €ast(Appendix 7). Furthermore, respondent
validation (Appendix 17) was tlected in order to deterime whether the emerging

themes were representative of the participant’s interviews.

Additionally the researcher was reflexive and recorded her assumptions and
hypotheses (Fischer, 2009) in a reseadiiry (Appendix 14). Some of the
assumptions, experiences, beliefs, and esalrhich the researcher feels most likely
influenced the research, include that theeegcher is a whiteniddle class, female,
and has been trained as a iclth psychologist. The researches a particular interest
in narrative therapy, resiliepctrauma, loss, and attachmenhe researcher also has
South African parents, and has spentamsiderable amoundf her life living,
working, and travelling in different parts éffrica. The researcher also has worked
with both individuals and communitiesffected and infected with HIV/AIDS.
Arguably, these experiences impacted on the researcher’s ability to access, engage,
and connect with the study’s participanfBhese experiences also would have
impacted on how the researcher analysedl interpreted the data, and it is

acknowledged that other researcher’s mmaye given prominence to other facets.

3.9 Procedure

Participants were given time to ask gtiens and their werstanding of the
study was checked. Particiganwere informed thatall personal identifying
information would be removed from writtetranscripts and any quotes would be

sufficiently anonymised.
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While conceptual interest aregsided the interviews, participants were
accorded the status of “experiential etp€Smith & Osborn, 2003) and encouraged
to recount their stories with minimal intaption. Following the \ed of the iterview,
participants completed a demographic qoestaire. Participants had the opportunity
to feedback on their experience and provide their details should they wish to receive

the findings.

4. Results:

Analysis of the data highlightatle emergence of 4 super-ordinate themes
and 18 sub-themes, which describe the meaning and experience for these UK-based
African women after being diagnosed wkhV during their pregnancy. These are

detailed in Table 2, and will be exploradd illustrated with verbatim extracts.

To ensure confidentity, participants have been given pseudonyms and all
identifying information has been removed. Where material has been omitted, blank

square brackets are used [].
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Table 2: Summary of the master, sub-themes and occurrence of themes arising from the

participants’ accounts.

Master theme Sub-theme Occurrence of
theme (number
of participants

for whom the
theme
occurred)

HIV as part of a wider tapestry | Emotional responses to the 12

diagnosis of HIV

Traumatic experiences 7

Psychosocial stressors 11

Educational experiences 4
Community and systemic Significant relationships 12
influences and responses to HIV

Social support 12

The role of health 11

professionals

Media influence 5

HIV-related discourses 12
Experiencing a different story of | Being accepted and 8
HIV embraced

Healthy lifestyle 6

Expert of experience 7

HIV can touch all 6

HIV as not the master 7

identity
Mother-child relationship Child as protective factor 11

Fear for child’s health and 11

future

The complexity of not 12

breastfeeding

Pregnancy as a mixed 6

experience
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4.1 HIV as part of a wider tapestry

This master-theme indicates th&r the majority of women, HIV was
experienced as one part of their wider &pe within the context of multiple other
threads, including traumas, psychosocstessors, educatial experiences, and

religion.

Before considering the abovactors, it seems imporiato reflect on some of
the initial emotional responsexperienced at the time of diagnosis, which seem to

illustrate the HIV thread within the broader fabric of one’s life.

4.1.2 Emotional responses to the diagnosis of HIV

Several participants expressed feelimgshock, fear, panoia, hopelessness,
disbelief, self-neglect, ofontemplating suicide, anelxpecting to die imminently.
Some women reported responses charatierof freezing and dissociating; they
seemed to separate from the informatio@y were receiving. The diagnosis seemed

to challenge the women’s homeostasis in different ways.

Camille | was numb; it was like | was wehing it happen to someone else.

Bebi | was so shocked; | didn’t think it wasu#, so | got tested lots more times..

Grace | wanted to commit suiced | didn’t care about myself starting giving things

away; | was preparing myself to die.

Najah | was paranoid, hearing things, and talking to myself.

Other responses were around ¢oegig one’s own susceptibility and
vulnerability to HIV. This seemed partieuly flavoured by ons previous beliefs

about the type of person who contracts HIV.
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Batu | thought HIV only happens to certapeople, those who are bad and sleep

around, not me!

4.1.3 Traumatic experiences

This sub-theme illustrates how several women’s tapestry were woven and
interlinked with experiences of lossich trauma, including faily members being
murdered or themselves being kidnappead/or abused. In some cases these
violations had led to theoatraction of HIV and/or theipregnancy being a product of

rape.

Grace People were killed; | survivedgbause they thought | was dead, you can see
the scars on my face, where the bullets entered my face. They did what they wanted
with us, beating us, having rape parties, that's where | got HIV from, so there’s more

to this HIV.

This depicts some of the challenges, in addition to HIV, which these women
have faced. It seemed impaortaor some of the wometo share their wider story,
which captured their context and journey behind and/or before HIV. For example, the
above extract was in response to theeagcher asking about Grace’s diagnosis
experience. This illustratdésow HIV seemed to be shaped, and embedded with other
trauma experiences, and subsequentlyrlinteed with one’s conceptualisations of

HIV.

4.1.4 Psychosocial stressors

The majority of women were contending with multiple psychosocial stressors,
which in many cases, as opposed to the HI\peaped to be at the forefront of their

concerns. Some women made a direct lekween their worsening of their health
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and various psychosocial stressors. For rsthllV represented wider political and

economic issues, such as poverty.

Grace my son is being deported, I'm soestsed, it's affected my health!

Camille | can’'t work because of my status and I live in an awful place; there’s no

room for my child to play.

Najah all | wanted was to study at school, butduldn’t afford it, so | had to be with

3 different men to help funde, so poverty causes HIV.

4.1.5 Educational experiences

Some women spoke of how thexperience, exposure and knowledge of

HIV had been protective, and enabled them to feel more hopeful and informed.

Shona | never thought I'd diebecause back home I [] volunteered on an anti-HIV
campaign, and they taught us the positive aspects of HIV, and the incorrect HIV

myths.

4.2 Community and systemic influences and responses to HIV

This master-theme addresses how refati aspects were at the forefront of
these women’s experiences, protective factmmd/or concerns in the context of HIV.
Furthermore perceived or actual stigma/discrimination seemed to colour all aspects of
living with HIV, including that from broader influences, such as within health

systems and the media arena.
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4.2.1 Significant relationships

This theme captures the centrality of relationships to these women, and the
convolution which occurs around engagings@xual relationships, and/or disclosure

decisions.

Most notably, how, who, if, and when uisclose seemed to dominate the
women’s questions. These decisions seemed to be influenced by the women
anticipating negative responses. Disclosure felt particularly challenging when in
reference to significant pele, however this conceraxtended to others in the

community.

Shona | haven't told anyone [Jback home they think of me very highly, it's better

our relationship stays good.

Kabira [] I'm always scared, debating what Whappen if | say it[] It's a burden, a

secret [].

Mary: | don’t know how to find the words, or if they will be accepting or rejecting,

but I think rejecting. [] | €el like it's written on my head.

These extracts highlight the comptgof disclosure, and capture a sense of
HIV weighing-down on these women. HIV seems positioned as fuel for rejection
and/or danger, and therefore lends itdelfa world of secrecy, and reinforces a
conspiracy of silence surrounding HIV (Deln 1984).The uncertainty of people’s
reactions seems overwhelmiagd restraining. Some womégit they would be seen

negatively, or in a keser way, which suggests that theeat to identity which HIV
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poses is a major concern. The quoteuad HIV being written on Mary’'s head

implies a sense of psychological impmsnent and of being eternally branded.

Responses to sharing one’s status tovad one seemed to include disbelief,
avoidance, fear, blame, abandonment, r@pettion. Additionally, some women faced
the challenge of serodiscordancy, partneuggesting termination, or learning that

partners withheld their HIV-status from them.

Kabira | told him (partner) to go and getsted but he refused and then he left us.

He’s in denial.

Grace Mummy, are you going to die?
Nonetheless some women described thadse had responded positively with warmth

and unconditional support.

Bebi: My husband has been sosmwonderful and supportive.

Furthermore, some women discussed it had restricted or changed their
sex life. This illustrated the challengés their femininity and sexual identity.
Moreover, there seemed to be a sense cdemient, and loss ofdedom to engage in
certain types of relationships.

Bebii Sometimes it's difficult because we have to be careful araht to protect and

keep him healthy, so always using a condamfeel like a punishment and prison.

Kabira If | met someone what do | sawll they accept me? It's unwomanly!

4.2.2 Social support

This theme captures the support the mgjoof women felt from attending
support groups. The support groups were tegoas being an opportunity to share a

common experience, to connect, bgpimed, accepted, and unguarded.
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Kabira | could be open and relaxed, take a breath, no one is there to judge, they're

just like me. We learn alot froeachother and give eachother courage.

Conversely, one woman shared how grocges act as a reminder of being HIV-

positive, and where one can be faced witbgbe in worse situations than themselves.

La-Tosha |l don’'t go anymore because | don’t want to see sick people or talk about

HIV.

4.2.3 The role of health professionals

The picture presented of health pesienals varied signdantly; there were
several accounts of actual amekceived experiences of stig, as well as breaches or
disregards for one’s confidentiality. However, health professionals seemed key in the

majority of women’s stories.

Camille | heard the doctor’s secretary say to the other one, she’s HIV-positive, and |

thought everyone can hear!

Kabira the GP looked at my book and saitiat’s this? | said I'm HIV-positive and
she shouted don’t come back here agairdtfwas the worst\er experience! I've

never been back to any GP!

Halina the midwives treated me differentlyxey threw my sheetswvay, put masks
on, and only let me use certain showerkey didn’t play with my baby like the

others!

The above extracts illustrate the threasociated with HIV, and the actual
and/or perceived disenination experienced. In maroases these responses seemed

more influential as they were from peopiepositions of authority and/or knowledge.
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These responses seemed to impact owthreen’s self-percepins and relationship
to help.
For most, a concern seemed to be having agency over disclosure decisions, and
the fear of one’s status being revealethout their consent, therefore emphasising
the importance of confidentiality. This significance seemed to extend to other aspects

of the community.

Grace It was awful; a trainee doctor brokedmews in front of someone from my

country!

Mary: People might see the hatsp letters in my post-box.

Kabira The staff were very professional, thevas a time whemy daughter needed
medicine but | had visitors, so they waited for everyone to go. They didn't want to
give her the medicine in front of everyonease | didn’'t want people to know or ask

guestions, | felt so relieveahd happy they thought about that.

Some women discussed the compassand empathy offered by health
professionals, and seemedrégard the team as signifidan supporting them. There
seemed to be a sense of the importancprafiessionals creay a space where the
women could feel known, hebl respected, treated withignity, and where hope and

future possibilities could be fostered.

JosephineThe consultant is very nice and supipee []. He doesn’t rush you; he
does his job wholeheartedly, he takes timeayet to know you. They’re helping me

have another baby.
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4.2.4 Media influence

The majority of women discussed thedia’s power, and commented on their
hope that its messages could be trams&tive. Some women commented on times
when HIV had been depicted in a trueddferent way, and howignificant this had
felt. Some women felt the abnce or negative represdiga of HIV in the media
further exacerbated fear, stigma, andsctisure concerns, whilst reinforcing

discourses around HIV being too fearful or hopeless to be addressed.

Halina: there was a program about living healthily with HIV, | felt overjoyed, and

wished everyone could watch, to knbattHIV isn't just death and disaster.

Najah | was watching Jeremy Kyle and there was an HIV-positive white woman and
she told her husband and he hugged her and said he loved her. That was the first time

| saw HIV on the TV especially on a white woman, it was special.

4.2.5 HIV-related discourses

Different discourses seemed centrabimderstanding how people perceived and
responded to HIV. These narratives seemed to be embedded within the women’s

cultural, religious, sociabnd political context.

Shona They believe in witchcraft, fetish tigig, someone is cursing you. My sister

believes someone sent itn@ out of wickedness.

Bebi: | believe HIV is my destiny and G-d planned it.

The above extracts offer beliefs anouHIV being a punishment/sin, curse and
communication from G-d. This seemeddomlour how some of these women made

sense of HIV, and influenced one’s copsigles. For example, for those who felt
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religion played a role in managing and/ontracting HIV, prayer and engagement in
religious activities seemed to feat significantly in their lives.

Grace I'm a strong believer. | prayweryday to make me better []

Furthermore, most women highlightélde powerful sexual, condemning, and

moral discourses associated with HIV.

Mary: In my country HIV means you arertg§i you sleep around, you’re immoral.
You're a prostitute.

Grace My mother died of HIV, my father died HIV, my sistersef HIV, my brother
of HIV, we were 7 and now are 2]].

Esther HIV meant death, coffins, pointless!

Halina | thought I'm going to die, in 2 mdmé I'll be gone. Mat's the African

mentality, you will be thin as a fingeand it will eat away at you [].

The above extracts highlight the wamnseexperiences, images, and references
of HIV in Africa, and how these are triggel when one hears the word HIV. This
also demonstrates the fear and assumption that one will have a suffering death. These
are further reinforced by some of the women’s direct experience of multiple AIDS-

related deaths.

4.3 Experiencing a different story of HIV

This master-theme addressdse power of witnessing/experiencing a
different story of HIV, which can chalige beliefs and assumptions, and offer new
perspectives and possibilities. This umbdd hearing the stories of healthy women
diagnosed years dimr, and of less representecdbrsés, such as white women or

professionals with HIV. These experienseemed to thicken some of the women’s
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HIV narratives, and allow them and in sonases, others, to see HIV and themselves

in a different light.

4.3.1 Being accepted and embraced

Many women expected or had experiencesponses of disgust, rejection, or
abandonment, so when people respongtec&n accepting way, most found this
important in the way they related tohets and viewed themselves. Having people
who held hope, maintained their previoway of relating, had knowledge of HIV,

and sustained a physical connectiorthem seemed strengthening.

Grace He (uncle) made me stronger, he sdah’'t worry, people here live well, they
get medication, and have children. Het into my mind that I'dive. He wanted us to

share a drink and | said no youlte HIV and he said no I'll be ok.

Kabira My sister hasn't treated me diffamtly, [] she hugs and kisses me.

4.3.2 Healthy lifestyle

This theme captures the multi-factorial experience of health, and highlights how
seeing other women at different stageso appear hedly and happy can be
inspiring and engendering of hope. Thesanen seemed to represent living proof
that HIV meant more than death, with multiple encounters of this kind, these new

perspectives were built-on.

Some women seemed to place greatphasis on being physically healthy,
maintaining a desirable self-image, and vala#ters being unable to identify them as

a “sick person”.

Furthermore, the availability of medication seemed to paint a different picture
to the women’s experience of HIV in Africkor most, time seemed to contribute to
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one’s changing beliefs, as the more time they lived healthily, the more they were able

to hold onto hope for an opportunity-filled future.

Grace | love that no one believesw HIV-positive cos | look so good.

Mary: | eat healthily. | do lts of walking, [] and it reallyhelps. It's much better here

because meds are available.

Grace she has had HIV for almost 18-yeansdahas healthy children, and she said

can you tell? | said no, the more andmnd meet women like her | have hope.

4.3.3 Expert of experience

This theme illustrates how some womenirid ways to use their experience of
HIV to support others, or take more aetiroles in their contdon. Six women found
being advocates and expedk experience beneficial, ¢y reported feeling valued
and having a unique perspective to offeeveral commented on how previously they
would not have considered these sortemdeavours, but having HIV had increased

their empathy and provided them with a sense of purpose.

Grace | tell others my story, how hihy | am, and | wenbn a course about

choosing medication.

Josephinebefore | thought sillyHIV people, but now | know more so | must help

them see that.

Halina My degree is about empowering commusitii want to help people like me.

However, some women reported feeling unablsupport others akey were still in

the process of making sense of HIV.
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Camille | would like too, but | don’think | would be much godd others as I'm still

trying to accept it myself.

4.3.4 HIV can touch all

The experiences illustrated below seehsignificant in chllenging and/or
shifting some of the women’s beliefs thidtV only happened to certain types of
people.

Grace a doctor said I'm HIV-positive,an you believe it? Wow even a doctor?

Halina This white woman came to counseé and told me everything will be ok,
people live a long time with medication. | thtighe was lying, | didn’t believe her,
but then she told me she was HIV-gesitand her and her children were living

healthily, that was a big moment!

4.3.5 HIV as not the master identity

Some women discussed how HIV had bmeopart of their lives, but not the
dominating theme. For some, HIV seentechave been embodied and represented
one thread of their identity, which had been integrated and woven with other aspects.
However there was a sense that if thegught too much about HIV, they would feel
overwhelmed; it would be as if HIV bdawon and was takingver and having too

greater impact on their lives.

Halina | try not to think too much dflV or my mind will go faraway.

Grace HIV is part of my life and I'll take mgnedication as bag my best friend.

Camille You accept it as part of you, but ndt @f you, like a piece of clothes, and

then you get on with it.
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4. Mother-child relationship

This master-theme encapsulates mdtbed as central to these women'’s lives,

and captures how HIV influencelde mother-child relationship.

4.4.1 Child as protective factor

In the majority of cases, the child wasen as a saviour and driving force in
their mother’s lives. For some, their chijgve them focus, motivation to live, and

was positioned as the reason for an early diagnosis.

Kabira Having her has made me better; she givesa reason to live. | just want the

best for her, | hardt think of myself.

Josephineit’'s made us closer [] It's madme see her as even more precious.

Halina | loved her more because | thoughithout her | wouln’t have known about

HIV and G-d wanted me to know.

4.4.2 Fear for child’s health and future

A primary concern for the majority of rtieer’'s was their children’s health both
through MTCT routes, and through subsedueontact. For some women, despite
their children being HIV-negative, thedr of transmitting HIV through other forms

of contact remained.

Kabira | didn’t ask about anytimg to do with me, my magoncern, 100% was my

daughter, for her to be healthy and not infected.

La-Toshal wanted to have an abortion as it wadhair if she (baby) was sick.

Bebi: | was worried to touch my son, feed himsleep with him, it took me a long

time, and even now if | cut myself | thrve knife away, I'm always cleaning!
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One woman shared about how heartner feared that she would
transmit/contaminate HIV to their childp@in doing so she reported feeling watched,

judged, and unsafe.

Mary: He keeps an eye on me, when | have my period, or the way | play, kiss her,

give her a bath or change her nappy, he is scared | might pass it to her.

Furthermore several women discussedrtfear of what provisions would be

put in place to look after theshildren after their death.

Kabira | think will I go to anage when | will see her gréif | pass away what will

happen to her? It's too much to bear.

4.4.3 The complexity of not breastfeeding

All of the women reported feelingpat not breastfeedinwas particularly
challenging. Some women felt this chadgi#e mother-child connection, aroused
suspicion from others about why they wei breastfeeding, fteunnatural, and not
womanly. Several women pointed out thdtwal importance of breastfeeding in
Africa. The following extracts demonstrate some of the emotional, cultural, and moral

dilemmas faced by women not breastfeeding.

Shona Everyone was asking why aren’'t wdreastfeeding? | kept on defending
myself with different excuses. It hurte so much, even if no solution to HIV, a
solution to breastfeeding would be so impat, [Jfor African wamen it’'s not normal.

My baby cried so much and usually if yowggithem a breast they will stop but |

couldn’t, you feel selfish. | tharged | didn’t have him in Africa!

Batu | felt | was missing out. It wasfticult; it felt less close and womanly.
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4.4.4 Pregnancy as mixed experience

The following extract shows how somwomen experienced a bitter-sweet
pregnancy, and felt that receiving an HN\aginosis had ruptured and/or challenged
the normalcy and joy of becoming a methIn some cases the pregnancy was

interwoven with traumatic experiences.

Mary: it was different. With my son | feltlahe excitement, | couldn’t wait to hold

him, but with her I'm terrified what rght happen to her and am always worrying [].

Grace | don’'t know who theifather is, a rapist though

4.4.5 Capacity for resilience

It feels important to acknowledge the aajty of resilience which emerged in
the majority of the woman'’s stories. This was seen in statements such as, “time is a

healer”,“I'm strong”, “I'm a fighter”, and “it's not the end of the world.

5. Discussion:

The current study’s findings will beonsidered in relation to the research
guestion, existing theory and literature. @al implications, methodological issues
and areas for future research are dised, and the research is reflected upon. IPA
can lead to unexpected themes, thus sofrtbe literature introduced below is new
(Smith et al., 2009). Due to the qualitatigesign, it is not possible to make causal
explanations or generalisabtonclusions; however an attpt is made to integrate
the findings with existing literature, whilsittending to some geible transferable

ideas.

This study aimed to address the reskajuestion: Howdo UK-based African
women experience, perceive, make sensamd manage a diagnosis of HIV during

their pregnancy and subsequently?
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The findings suggest that managingHilV diagnosis during pregnancy, often
in the context of being a refugee asylum-seeking woman, is a complex multi-
layered process that is sigoantly influenced by a range of physiological, cultural,

psychological, economical, pottl, and social variables.

5.1 HIV as part of a wider tapestry

This theme encapsulated the complexity and significance of integrating HIV
within one’s story and context. Thischoes Bletzer (2007) conclusions, which
describe HIV as not always the primangmiptive issue, but one of multiple social
problems, and Schider's argument, ated in Lindegger ad Wood, (1995), that
HIV/AIDS is “the ultimate biopsychosocial phenomenon” (p.8).

The helpfulness of considering a pars life trajectory within their socio-
political context, whilst attending topossible areas of unresolved and/or
intergenerational trauma, experiences of stigma/discrimination, and psychosocial
factors was highlighted. The importance of incorporating a person’s multiple
identities, as opposed to positioning HIVtheir master identity (Goffman, 1963) is
evident. A holistic framework was emphasidarther in the absence of the women’s
discussions around physical teaWith most of their ngorted concern being around
psychosocial issues, this could howeveaheflection of the questions asked, and/or
the women overall reporting being physicdtligalthy at the time of interview. This
theme also highlights the influential rokehich education and ligion can play in

HIV.

5.1.2 Community and systemic responses

The above theme builds on exig literature which emphasises the

significance of interpersonal aspectsHiiv, particularly around feeling accepted,
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connected, and respected. The validitytloése findings is seen in overlap with
previous research, which has identifisdcial support as a significant factor
explaining differences in QoL followg diagnosis (Felto & Revenson, 1984).
Furthermore the current analysis suggestet support groups cde experienced as
central in the partipant’s management of HIV, ecmg research which suggests that
HIV/AIDS support groups can enhance self-efficacy, mastery, reduce social isolation,
and emotional distress, foster greatecltisure, and increas#iV-related knowledge

(Simoni, 2005; Gillett & Parr, 2010).

There is also an increasing evidenceeébahich highlights the negative impact
that HIV-related stigma and discriminatican have on the mental health of people
living with HIV/AIDS, and the present wtly captured how actual and/or perceived
stigma and discrimination was pervasithroughout these women’s experiences,
which mirrors Mann’s (1996) idea that Wlis also an epidemic of stigma,
discrimination, and denial. For these wameheir experiences of stigma were
influenced by wider discourses andpesses, including those around HIV being an
African disease, and/or associateith death, sex, and punishment.

These negative responses seemed to bomgrio social isolation, rejection,
and shame, and fit with Rohleder and&in’s (2006) and Lawsks et al.’s (1996)
findings that MLWHA may internalise stigmkeading to a spoiled identity and self-
condemnation. These external influences oce®iof others seemed to become part of
the women’s internal dialogues. Thisgrates with the ineasing evidence-base
which highlights the negative impact thatHielated stigma/discrimination can have
on the mental health of peopleifig with HIV/AIDS (Nyblade 2003).In many cases,
these women seemed to face the moral and sexual discourses of perversity and

culpability (Bredstrom, 2006) which seemednfluence their disclosure decisions
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(Wiener, Mellins, Marhefka & Battles, 2007), and supports Calim et al. (2007)
findings that stigma is as one of the pamyp factors influencing the disclosure of

HIV/AIDS for women of Black African descent.

For the majority their exgrtations and/or fearsamd how others would react
to their status seemed to reinforce arfspiracy of silence” (Danieli 1984), where

HIV was seen as too threatening or damaging to name or discuss.

A related striking sub-theme whieemerged and has not been previously
foregrounded in the UK literature, concelrthe negative responses experienced by
some of the study’s participants from Hllegorofessionals. Tk resonates with a
review byNyblade Stangl, Weiss, and Ashbu(a009) on the various forms of stigma
documented in healthcare settings acrosswibed. These experiences are particularly
important as many of the sample, who were female asylum-seekers or refugees, reported
having previously experienced difficult iméetions and abuses from people positioned as
authoritative. Conversely, the women who reported ipes interactions with health
professionals described more trust, hop®d engagement with services. The
professional role seemed to hold a lens for how some of the women viewed
themselves and HIV; particularly ingltontext of limited social networks.

These experiences of stigma were astended to how participant’s felt HIV
was depicted in the media and in the widablic area. The current study’s findings
overlap with previous findings around theportance of mediaral its influence on
public attitudes of HIV (Jack, 2010). Manyomen felt HIV and their immigration
status were depicted as threatening tdiputealth and draining of resources (Dodds
et al., 2004). This theme also gives weigghthe importance of one’s own and others
perceptions around the consequences and cause of an illness, as highlighted by the

IRM (Leventhal et al., 2001).
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5.1.3 Experiencing a different story of HIV

Although anecdotally acknowledged brdrely given prominence in the HIV
literature, this theme captures the power dih@ssing and/or experiencing HIV in a different
light, or in a way which challenges people’s beliefs or assumptions. The majority of women
discussed the profound impact of meeting hedring the stories of HIV-positive people who
were coping well after severaggrs of diagnosis, and/or unexgetpeople with HIV such as
a medical professional. This seemed to provide the women with repeated experiences of
multiple perspectives, and create various idesitand meanings of HIV. This fits with

Yalom (1975) observations that seeing othergarying stages dfransformation can

provide people with hope and encouragement.

Furthermore seeing oneself as healthy, actime/or an expert of experience seemed
to carve a new sense of purpose, hope, and agency for these widngechoes findings
by Brashers, Haas, Klingle, and Neid®P00) around how engaging in advocate and
activist roles might challenge feelings oirimpout of control and of helplessness. The
analysis also highlighted the complges of being diagnosed with HIV during
pregnancy, a time of identify transition. Teesomen had to grapple with their new
diagnosis, whilst making disclosure decrs, managing thee&r of MTCT, and

deciding whether to comue with the pregnancy.

5.1.4 Mother-child relationship

This theme encapsulates the complexities of being diagnosed with HIV during a
time of change and identity transition, suchrapregnancy. Women had to make disclosure
decisions, manage the fear of infecting their baby, make decisions around whether to continue
with the pregnancy, all while grappling with their new diagnosis. These findings echo those

documented by Sanders (2008).
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The study’s findings overlap wiffrevious studies investigating motherhood
in the context of HIV building on its ¢gtimacy (Sandelowski & Barroso, 2003;
Hebling & Hardy, 2007; Murphy, 2008). Thesarrored findings include that the
lives of MLWHA can be challenging, howevean also be aocsirce of protection,
reason to live, and determination. Primary concerns for these women included,
others’ reactions towards themselvestloeir children if thei status was known,
sadness at possibly not seeing theirdekih grow-up, whom would care for their
children, and concerns around future endeasjosuich as starting new relationships
or having additional children. Moreover rfthis group of women, these difficulties

seemed to be exacerbated owing to iofisgchosocial and contextual factors.

A striking sub-theme which emerged fdt tne women was the difficulty with not
breastfeeding. Despite the known medical benefits of this in reducing MTCT, the women
struggled, most notably deeming it unnatural and unwomanly. Moreover the women felt that
not breastfeeding impacted on their connection to their child, as well as arousing suspicion in
others of their HIV status, and others labelling them as a “bad/selfish mother”. These

difficulties are supported bgxisting literature which suggeshat not breastfeeding is a
particular challenge for Aican mothers (Doherty et al., 2006; Kebaabetswe, 2007),

however little is documenteslithin the British context.

5.1.5 Capacity for resiliency

The majority of women shared pesises which seemed to reflect stories of
survivorship and capacity for resilience. Many seemed to have gained a sense of
purpose, self-mastery, and re-assesseddbais/values, which resonates with Taylor
(1983) cognitive adaptatianodelto threatening events. Themen attributed this to
support, inner-strength, availability of dieation, having children, and learned ways
of managing from prewus difficult experiences:urthermore religion and spirituality

87



were regularly indicated as having positive effects on coping. This builds on Doyal
and Anderson’s (2005) findingdhreligion can provide a sge of inner-strength for
HIV-positive African people, and Frankl{4959) ideas around spirituality providing

one with a sense of meaning.

5. 2 Methodological consideration: strengths and limitations

The use of qualitative research seems to make a useful contribution to the
evidence-base by allowing participants to define and explore issues important to them
without being constrained kifie concepts set-out in gi®nnaires (Dovey-Pearce et
al., 2007); it also demonstrates how takagnore personal focus can develop our
understanding of this phenomenon. IPA apeédo fit well with the study’s aims, by
allowing a rich understanaly of the women’s experiences. However IPA is an
idiographic approach, which does not seefirtd definitive or positivist answers, and
additionally this study used a small, purpessample, therefore it is not possible to
make conclusions about the generaligigh of these findings for the wider
population. However the findingsrovide an insight into # salient themes of the
participants’ experiences in this pedlar study, and some themes may be
transferable or springboards for futurerestigations. Moreove although attempts
were made to be rigorous and transparei, ientionable that what is offered is the
researcher’s interpretation, and other red®ans may have given prominence to other
facets.

Furthermore although this study mefIB guidelines on having a homogenous
sample, it is recognized that those who chiosparticipate, andh this case attend
support groups, and are engaged with spstidlV services, may have had different
experiences to those who did not (WalcheRer, & Minnett, 2006)ln addition, it is

it is acknowledged that unfortunately using the label African to define the
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participant’s in the current study is retioaist and implies homogeneity, within a

diverse, heterogeneous group of individuals.

5.3 Clinical implications:

The current study advocates agai diagnostic overshadowing and for
formulating and working in a holistic way, which takes into account the fusion and
interplay of multiple factors, includg the wider systemic, contextual, and
organisational dynamics. Also highlightedtine helpfulness of snding to clients’
broader stories which congid how HIV can link, conflic or trigger unresolved
trauma and losses, and/or cultural and spiritual conceptualisations of illness and
coping (Kagawa-Singer & Kassim-Lakha, 2008he study’s findings suggest that
viewing clients as experts of experience,lsthattending to theiresiliencies, hopes,
and values. This seems patrticularly relevahen someone’s self-story is thin and
problem-saturated (White, 1990), and their defining/dominant story is that of HIV.
The current study also suggests that issaaresind confidentiality should be given
prominence, and that the way a diagnasidelivered and managed requires careful

thought.

The power of relationships for thea®men was also captured, which suggests
that approaches which incorporate reladib and contextualdeas may be more

appropriate in this case.

The findings also supports the importarof understanding the meaning of HIV
to the person/systems, including exploring the illness and coping scripts/narratives

(Kleinman, 1988; Hardwick, 1989).
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Furthermore the current study suggests éxaloring interpesonal issues, such
as child-care, disclosure decisionsddreastfeeding, whilst acknowledging the wider

context/discourseis recommended.

The current study advocates for theportance of support groups, and of
forming stronger links with communityesources, including spiritual/religious
organisations. These women seemed to benefit from opportunities where they could

be actively involved, have a sense ofjmsge, and be experts of experience.

Furthermore, experiencing differenstories, often of those who were
unexpected and/or doing well seemed inflisnit seemed that the more powerful
the more experiences one was exposed to; however in some cases just meeting one
person seemed to instil hope, challengket® and create new perspectives. There
are numerous ways this could be proedpthowever two possible ways could be
through having an accessible booklet shmmvstories and photos of people from
different walks of life living with HIV, andhe other being the use of outsider witness

groups (White, 1990).

Additionally the findings around these men’s experiences in healthcare
settings may be indicative that more HIV anti-discrimination training is needed for
healthcare professionals. Furthermore theigpants highlightedoublic perceptions
of HIV being a fatal, homosexual, or Africamly illness, with children born to HIV-
positive mothers inevitably becoming HIV-positive themselves. These
misconceptions seemed to further impede disclosure; and campaigning, media

awareness and educatiomeeded to address these.
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5.4 Research implications

Building on Sherr's (2010) review ofathers and HIV which confirmed the
importance of relational aspecexploration of theole of fathers and siblings in this
area is needed. Furthermore, future stsidvould benefit fromnvestigating these
women at different illness stages, as veslicomparing them to non-asylum-seeking/
refugee women to establish the optimal interventions to identify and meet their
varying needs. It would also be clinicallgeful to explore fierences or emerging
themes in those women who have beconegmant and/or contracted HIV from rape
or whose children are HIV-positive. Moreayé¢he above findings could be further
investigated using psychometric measunesareas including igima, mother-child

attachment, iliness perceptions, coping, and resilience.

5.5 Conclusion

In conclusion, a sample of UK-basedridéhn women diagnosed with HIV during
their pregnancy described a complextpbra of experiences, based on which it
seems important for clinicians to (i) recognise that HIV may not always be the
primary difficulty facing their clientsand may be amongst numerous other multi-
faceted factors, (i) conséd systemic and contextudhctors, including cultural
influences, and past trauma, (iii) focus oiemt strengths, resources and capacity for
resilience, (iv) support cligs to access local resources, including support groups, (V)
attend to issues around confidentialitysaiosure decisions and breastfeeding, and
(vi) hold in mind the potentially powerfuknd helpful affect for these women of
witnessing different narratives around HIWvhe continuing need to counteract stigma
and discrimination, including m health professionals and from the media, was also

apparent.
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SECTION C: CRITICAL APPRAISAL OF THE PAPER

Word Count- 1997

Word Count with references- 2346
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This section will answer four questions, each addressing a different aspect of the

lessons and skills learned dighout the research project.

1. What research skills have you learrgtand what research abilities have you
developed from undertaking this project and what do you think you need to

learn further?

The skills gained and developed during this project covered the whole
spectrum of the research process, includialgcting feasible ideas which could be
practically completed inthe doctorate time frameyriting a research proposal,
thinking strategically about where and heésvrecruit participants, and choosing an

appropriate methodology.

Moreover, this research built on my skills in making links with experienced
professionals/peers, and in doing so Ioeing part of a wider specialist community.
This project also enhanced my ability to ewiand critique an evidence-base, whilst
being selective in what | chose to presengxjlore in more detail. Also, this was the
first time | had designed an interview sdh& and carried out interviews, therefore
this resulted in multiple new discoveries including the importance of pacing and

choice of wording.

Furthermore, skills were developeddbhgh systematically analysing the data,
such as the benefits oépeated reading, and/orveé¢oping and refining emerging
themes. In addition, the write-up of thesearch required a high&vel of thinking
about the structural form, succinctnessd aelectiveness. Maveer, | learned about
how to present, engage and disseminaterdsisarch to different audiences, including

to local and wider systems.
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Furthermore, | was unfamiliar with interpretative phenomenological analysis
(IPA), and therefore this required multigkill acquisition, including identifying with
a particular epistemological position addveloping the ability to select, link and
streamline emerging themes. | feel thistimoel has probably haal rippling influence

on my formulation skills.

Additional learning pointsncluded thinking in-depttabout issues of ethics
including that of iformed consent, withdrawalnd distress. Moreover throughout the
process | tried to be ctnuously reflective and reflexe. These processes also
enhanced my awareness to how the refearas shaped and influenced by my own
experiences, ideas and knowledge, aimd many ways reflect part of my
professional/personal journey. For exampbeany of my influences during this

project were shaped by difging in narrative therapy.

This project also highlighted the waresearch and clinical work can
complement each other and how research can bring some of these dilemmas, stories,
and themes to life. Seeing this connection, which had not been illustrated as
powerfully in previous research projecthdve undertaken, seemed to open my eyes

to potential research projedta/ould like to carry out obe part of in the future.

Noteworthy is that the overlaps betwaesearch and clioal work also came
with a disadvantage, which | hadn’t anticgaiprior to conducting the research. This
was around the potential for role confuslmgtween being a clinician and of being a
researcher. This was highlighted during some of the interviews where | felt an urge/
rescue valency to give more, follow a diffetguestioning path, or go into “therapist
mode”. Although | was able tstay in the researcher roded not get drawn into the

more familiar therapist role, initially | was left feeling some disappointment and
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frustration, particularly as | felt | couldieically work with some of the women.
However through exploring this with my resglaisupervisors, | waable to consider
the differences between my roles, andoawhat some of the benefits to the
participants/project gained through mgual clinician role/skills, for example
providing a containing »@erience and/or acknowledgy and validating their
difficulties and strengths. Furthermore, | vadsde to remind myself that these women
were informed of the project, and itgnitations, and that they knew me as a
researcher. Moreover, the women were lthke with specialist services, and when
feeding back, the vast majority reported the interview process as being extremely
positive, and in some cases recommendecdhgagart to their frinds. In addition, my
research supervisor was able to point lmov the write-up and dissemination of the

study was a way to honour their voices and spread their messages.

Some future skills and/or knowledgldpe to acquire are around familiarising
myself with other qalitative methodologies, such maarrative analys and grounded
theory, and other mixed methods designsaldo feel it wouldbe beneficial to
experience the NHS ethics process, as was not required for this project, and |
imagine will be required for most futunesearch projects | immerse myself in.
Furthermore, | would like the opportunity tmiild on my current project, and to
develop skills in how to link and join up research possibilities with other peers and

projects, to create a more compensive dense research-base.

2. If you were able to do this project again, what would you do differently and

why?

Overall | feel this project met and exceeded my hopes and aims, however in

retrospect and in the contexita longer time-frame, | would have liked to focus more
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on an action research design. | did conauth several serge-users throughout the
project, so this involvement was incorpted; however given the opportunity | would
have liked some service-users to be mowelved in the design, implementation and

dissemination processes.

Furthermore, | feel it would have beembécial to incorpoate other involved
persons’ perspectives, such as intemung clinicians who deliver the women’s
diagnosis, and family members, such asreas, | feel this would have captured
additional dynamics and themes, whigtay be significant to understanding wider

systemic aspects of theperience of an HIV diagnosis during pregnancy.

Although there are advantages and disadged, | feel that there would have
been some benefits in meeting with the waroa more than one occasion to build on
our rapport, and explore some of the emerging themes in more detail, alternatively

different stories and dynamics may have smred if | had carried out a focus group.

In hindsight, | would have preparezhd thought more carefully about the
differences between being a researcher amtinician and consider how this might

impact on me.

3. Clinically, as a consequence of dajnthis study, would you do anything

differently and why?

Most of the clinicatonsequences of thimrticular study haveeen detailed in
the Clinical Implications &ction in Section B, however on a wider level and in my
overall clinical practice; | feel | will fous further on building links and connections
with wider organisations, @tuding support networks, saociated charities, and

religious and spiritual facilities. This studyso enhanced my interest and influence
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from community and critical psychology areaed re-connected me to my interest in
support groups and other groups, and | imadirwill create and/or look for these

opportunities in future clinical situations.

| hope to continug¢o use a position of curiogitand a not-knowing stance to
enable themes personal and unique to the client to emerge. This was particularly
highlighted through hearing the numerouffedent ways which the women in this
study made sense of a similar experience, and how one event, such as pregnancy, can
represent so many differetitings depending on the indlilual and their context. |
also hope this stance will position the cliastan expert of theown experience, and

one which fosters their ideas and strengths.

This study also re-emphasised theportance of finding and keeping a
balance of one’s multiple stories, including those of resilience and survivorship,
alongside those of hardship and distress. This project also highlighted the
disadvantages of diagnostic overshadowamy] therefore the importance of thinking
holistically about the person and bothgrgdosting to other services, but also
integrating social, political, economic, cuthli aspects into one’s work. This study
magnified the usefulness of considering wider societal discourses and their

relationship to what meaning the persaces on their situation/ difficulty.

Finally, the study highlighted the influgal nature of education, the media,
health professionals, and of others raatxtj and | suspect this extends to most
populations, therefore | hope tweate and be open to paptunities outside of the
therapy room, including delring training, being a critad newsreader (e.g. writing
to a newspaper when | disagree with amicle or noticing the messages being

conveyed to the public) and cddlarating with local services.
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4. If you were to undertake further reseach in this area what would that

research project seek to answer ahhow would you go about doing it?

The research avenues | would like iplere further would predominantly be
around further understanding other’s pedplesponses and experiences to a
mother/wife/daughter/client being diagnoseith HIV during pregnancy. This
initially could be achieved through qualitagiinterviews and/or focus groups. It
would also be useful to identify changing needs and themes throughout these
women’s life spans, particularly in thergext of potential cinging physical health.
This would therefore involve following thelangitudinally and interviewing them at

different time points.

Similarly, comparing different groupgg women, such as those with HIV-
positive children, or those who became pregnant as a product of rape, or those who
are not British citizens, through compagiemerging themes from interviews, or
comparing them on measures such asaping strategies, would be useful in

informing different, more tailad clinical interventions.

Furthermore, | would be intested in identifying what aspects are particularly
useful in a support group and which are leslpful. This could involve interviews
focusing on these aspects or using validated measures to evaluate the groups before

and after.

On a more ambitious scale, | wouldih&erested in developing training and
awareness campaigns for schools, GRsraidwives and then evaluating their

effectiveness pre -and post-delivery.
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| would also like to focus on whanabled many of these women to be
resilient and to cope well. Therefore dbwd like to identify tle factors involved in
this process, and whether, and how thesebeaextended/taught to others. This could
be gained through interviewath the women themselves and through interviewing
other sources, such as clinician’s expere=nof their client’s coping strategies and
resiliency factors. Moreovespecific measures could bsed to furtheinvestigate
these women'’s resilience, coping strategied/or posttraumatic growth, such as the
Wagnild and Young's (1993) resilience s;dhe Brief Resilient Coping Scale
(Sinclair & Wallston, 2004), # Life stressors and socia@sources inventory (Moos
& Moos, 1988), the Life Change MeasuFrazier, Conlon, & Glaser, 2001), the
Posttraumatic Growth Inventory (Testhi & Calhoun, 1996), the Stress-Related
Growth Scale (Park et al., 1996), thea@bes in Outlook Questionnaire (Joseph,
Williams, & Yule, 1993), and The PerceivBenefit Scales (McMillen & Fisher,
1998). These could be adnstéred using a questionnadesign, and optimally they
would be compared with a control group, amdised in a repeated measures design
where the same women could completerieasures at several time periods to
produce longitudinal data. This infortian could also be collected through
gualitative interviews with the women themselves and/or clinician’s experiences of

their client’s resiliencerad other related factors.

| also would like to further investigate thrapact on the mother-child relationship to
further identify whether this is an artfsat requires more attention, and if so to
develop appropriate interventions. This abperhaps be explored through using the
parenting stress index (Abidin, 1990) andtigh laboratory observations of mother—
child interactions, such as through usihg strange situation (Ainsworth &Wittig,

1969). In addition, self-reported data could be collected, using semi-structured
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interviews and/or measures such aspdeent-child relationship inventory (Gerard,

1994) and the Post-partum Bonding Qigsaire (Brockington et al., 2001).

Moreover this study highlightedeéhmportance of one’s illness
representations and perceptiamsheir conceptualisingn@ management of HIV. It
may be useful to investigate this funthusing the Iliness RPeeption Questionnaire
(Weinman, Petrie, Moss-Morris & Horng996). The selected measures could be
administered using a questiaire design, and could be adnsitered at different time
points using a repeated measures desigaddition women could be interviewed

about their illness representationsldterent iliness and life stages.
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SECTION D: APPENDIX OF SUPPORTING MATERIAL

Appendix 1

Search methods

The following E-journals and electriordatabases were searched from
inception to March 2010, these were RBIO, Web of Science, IngentaConnect,
SAGE Journals online, Wiley Interscien€@xnchrane Register of Controlled Trials
and Cochrane Database for Systematic Revielv§(sarter, 2006). To avoid
publication bias, a combination of online aftline search procedures were used to
exhaust all resources. This included scagmeferences of retrieved studies and
books, correspondence with key researchetstnet searas, and unpublished

theses.
The following search terms were used:

1. Human immunodeficiency virus, Y] diagnosis of HIV, personal
experience of HIV, psychosocial adjustment/consequences of HIV.

With

2. Antenatal/ postnatal/ perinatalegnancy/ maternal HIV/ HIV-positive
mothers/ Motherhood/ mother-tiiild transmission/ Caregiving

With

3. African, women of African origirAfrican mothers, ethnic minority,

African cultural groups

Searches were limited to studies imglish and those conducted in the last 30
years; to reflect the most current intentions. Studies which offered relevant

information on mothers living with HIV were deemed eligible for inclusion in the
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review. Some studies were deemed appate due to their consideration of
conceptual, contextual, and cultural issweisereas others offered examples of
empirical evidence. Studies were also resddwaccording to thelt) relevance to the
research question, and 2) their contribntio further understanding the wider context
and/or experience of the phenomenardi&d. Studies focusing on women from
Africa within a British context and/or Africapased studies were also given particular

attention.

All study designs and outcomes were ¢desed, however due to the emphasis
on experience, qualitativeusties and more specificallgtudies using interpretative

phenomenological analysis wegarticularly attended too.

Search outcome

Results: The search yielded 90 recordsudes deemed most relevant and up

to date are examined in more detail.
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Appendix 2: Interview Participant Information Sheet

Individual’s experience of being diagnosed with HIV during pregnancy

Interview Participant Information Sheet

The aims of the research- We are currently studying the experience and coping
strategies of African women living in London of receiving an HIV diagnosis during
pregnancy. The interviews aim to gain further understanding of the difficulties and
issues you faced during this time, as well as what helped or didn’t help you, then and
now. We hope that by hearing your voice and story, we can shape, improve and
inform future research, one-to-one, clinical and group interventions for African
women living in London with HIV. This study will hopefully help others who have
been through similar situations as you.

Eligibility- If you are a woman from Africa (any immigration status); living in the
London vicinity, who is over the age of 18, and has been diagnosed with HIV during
your pregnancy, then you are eligible and welcomed to this study.

How the information from the interviews will be used- It is planned that the results
obtained from this study will be published in professional journals and presented at
HIV conferences, as part of a clinical psychology doctorate research thesis. If you are
interested in the findings of the study, every participant can get a summary of the
results sent to them, via post or email. Additionally copies will also be available at
XXX sexual health reception and with XXX at XXX. The researcher will attend the
antenatal support group to feedback and discuss the findings of the study. However,
no specific identifiable information (names, country of origin, individual quotes) will
be shared with the group. Only general themes will be discussed, ensuring that your
personal privacy is protected.

What will happen if you take part? - You will be fully welcomed and respected and
you will be asked to tell your experiences and stories (the questions asked have been
thought about in collaboration with women who are themselves HIV positive). The
interview would involve completing an information seeking questionnaire and a 1-
hour discussion, at a time which is convenient for you. The discussion would be
taped to guarantee accuracy but your identity will not be revealed on the tape or at
any point in the research. Refreshments will be provided and travel expenses will be
paid.
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Confidentiality- All conversations will be anonymous and confidential, however your
identity will be known by the researcher who will carry out the interview (XXXX). To
ensure that your privacy is protected, all information discussed will be treated as
confidential and in the write-up and future reports, no names or identifiable
information will be used. Anonymous quotations will be used to illustrate a theme;
however these will not be identifiable. The tape recording will be deleted
immediately after transcribing. This proposal has been passed by the Salomons
ethics board and the researcher will be following the British Psychological Society’s
guidelines ion confidentiality. The only circumstance when confidentiality would be
breached was if there was a significant concern for your own or someone else’s
safety, however this would be discussed with you first.

Looking after you - It is not expected that you should experience any distress or
discomfort during the interview process, however if there are any concerns, there
will be professionals available to speak with you and to consider further services of
support.

If you would like to be involved with the study and are willing to take part in an
interview, please complete the form attached or telephone xxxxx. If you decide to
participate, you can withdraw at anytime and it will not affect your treatment.

If you have any questions about the study, questions asked, or would like a
telephone conversation or meeting to discuss any of the above, please contact the
researchers, at the phone numbers listed below.

Thank you and | really look forward to hearing from you and working with you,
thank you for your time!

People and organisations involved in the research- xxxxxx, (Trainee Clinical
Psychologist), XXXXXXXXXXXXXXXXXXXXXXXXXXXX Tel: XXXXXX

Dr xxxxx, (Clinical Psychologist), XXxXXxxxx

Additionally xxxxxx (group facilitators) are happy to be contacted.
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Appendix 3

Confidential

Consent form for participants (interviews)

Title of project: African women’s experience of being diagnosed with

HIV during pregnancy and their subsequent coping strategies.

Name of researchers:

XXXX (trainee clinical psychologist) - Tel: XXXX/ XXX (clinical

psychologist) Tel: XX.

Please initial the box:

1.

| confirm that | have read and
understood the information sheet
provided

| understand that my participation is
voluntary and | am free to withdraw at
anytime without my treatment being
affected.

| am happy to complete a questionnaire
and be interviewed about my
experiences of being diagnosed with
HIV during my pregnancy.

| agree for anonymous quotations to be
used in the write-up of the findings.

The interview will last about one hour. It will be carried out in English

and recorded on audiotape but erased immediately after the details are

transcribed to ensure confidentiality.

Name of participant:

Date completed:

Signature:
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Appendix 4:

Interview schedule for IRP- semi-structured- follow participant (Expert of experience)

Introduction:

(Explain to participant the nature of the questions, the aim, and the length of the interview,

the tape recording, and confidentiality. Ensure they know they can take a break or withdraw.

Rapport building and answer any questions).

Past focused (based on illness representations theory)

Question- How did you learn of your diagnosis?/ Can you tell me about your diagnosis
experience? Prompt if necessary- Who told you? Where were you? How you felt,
thought, what you did, what was your biggest worry? Were you aware that there was a
possibility you were HIV positive? What treatment options were you given? Which
services were you told about?

Question- What did having HIV mean to you?

Prompt if necessary - What did you think about HIV prior to hearing your status? What
image did you have of people having HIV or how would you have described HIV to
others? What did you believe that the consequences of the illness would be? What
ideas did you have about the causes of HIV? If your family/friends know what has their
reaction been, if any, to your diagnosis?

Question- How do you think the experience of being diagnosed with HIV during
pregnancy has impacted on you as a person and on role as a mother?

Question- What changes have you had to make, if any, to adjust to living with HIV?
Prompt if necessary - how did you feel about the treatment options given to you, such as
not to breast feed? how if any has it affected your quality of life?

Question- What does HIV mean to you now?

(Prompt if necessary - how do you feel/ think about HIV) / Is there a difference in how
you are feeling now in comparison to how you were feeling when diagnosed? Can you
tell me how and why you feel that is? If the meaning of HIV has changed, what has
facilitated/influenced the change?).

Interested in coping strategies/ protective factors/ resilience
Question- How do you feel you are coping now with living with HIV?

Question- When you have difficult feelings or worries how do you try to cope with
them, what do you do?

Prompt if necessary - (Internal/ external coping mechanisms/ cope alone with others/
avoidance/ active coping)
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Question- What do you/ did you feel might help / helped you cope more effectively?
(Prompt if necessary - What has helped you most with coping? What has helped you be
resilient?)

The group
Question- Do you feel the HIV antenatal group has been helpful/ unhelpful? If so, in

what ways?
Prompt if necessary - What aspects did you value most/least?
Question- How do you see yourself in the future? (What do you hope/ wish for)

Question- If you had a friend in the same situation or could give some advice to HIV
services, what would you say/ recommend?

Question- Is there anything else you would like to tell me that | have not asked about?
Ask the participant how they are feeling/ what their experience was of the interview

process? If they have any questions? If they need any further support? Thank them and
explain the feedback procedure.
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Appendix 5: Demographic questionnaire completing following interview (some

completed verbally/ answers were optional/ information collected to try and situate sample further).

Some Questions about You:

Confidentiality and Anonymity: All answers will remain confidential
and are anonymous if included in the write-up of this research project.

Instructions: Please provide a response for each of the following
questions by ticking the circles:

1. What is your age? (In years)
2. What is your sex? Female O Male O
3. What is your partnership status (please tick one circle below)?

Single O Married O Separated O Divorced O
Widowed O In a relationship (living together) O Ina
relationship (not living together) O

3b. Have they got HIV? (Please circle) Yes No Don’t know

4a) Living arrangements: Do you live alone? Yes O NoQO

4b) If No, do you live with (please tick as many as apply)

Partner/ spouse O Parents O  Relatives O Children O  Others O (Please
specify who:)

4c) how many people are living in your household including you?

5. If you have any children, please indicate how many:

6. With which racial or ethnic category do you identify? Black
African O Black Caribbean O  White African O Any other mixed
background (Please specify):

7. What is your country of origin?

8. How long have you been living in the UK? Your Age at arrival
in UK
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8b) If any, what tribal grouping do your identify yourself with?

9. What is your immigration status? (Please circle appropriate term) a)

Asylum seeker b) refugee, c) applying for compassionate leave, d) British citizen e)
other

9b) If not a British National what brought you to the UK? (E.g. political
refugee, choice, to study)

10. Is English your first language? YesO NoO If No, which language is
your mother tongue?

11. What religion or faith do you most closely identify with?
12. Please tick any educational qualifications gained?

No formal educational qualifications O O-levels/ GCSEs or
equivalent O A-levels or equivalent O Diploma or
equivalent O Degree O  Masters Degree or higher O

13. Are you currently employed? YesO  NoO
If yes, please state the type of work e.g. part time or voluntary

14. How long have you been attending the antenatal group?

15. How many times have you attended the antenatal group?

16. When did you first test positive for HIV? Month Year

17. If you received your diagnosis during pregnancy, how many weeks
pregnant were you?
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Some Questions about your Health

1. What was your last CD4/ White blood cell count result?

Less than 50 O 51-200 O 201-500 O 501 and above O Don’t know
@)

2. What was your last viral load test result?

Undetectable O 51-1000 O 1001-10,000 O 10,000- 50,000 O 50,
001- 100,000 O Don’tknow O

3. Are you currently taking any anti-HIV drugs, also known as triple
therapies or combination therapies? YesO  NoO

If Yes, how many Date/s when

started

4. Do you have any physical symptoms or drug side-effects?
Yes O NoO

If yes, please list:

Thank you for answering the above questions!
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Appendix 6:

Tablel- Participant demographic informatidrine names used to represent the participants

are pseudonyms). Some informatias been excluded to enstinat participants can not be

identified.
Participant Mary Grace Shona Esther Josephine Kabira
pseudonyms
Partnership Relationship | Single Single Single Married Single
status (not living
together
Does your No N/A N/A No No N/A
partner have
HIV?
Living 2 people (1 5 5(3 Alone with Participant, 5 people
arrangements child and (Participant | housemates | baby husband and 2 | (Participant,
participant) | and 4 and baby) children step father,
children) sister, and
child)
Number of 2 6 1 1 2 1
children
Did you know A few from Yes many Yes many Yes many A few- | used Yes many
people with HIV | services but | through through through togotoalot through
only 2 close | servicesand | servicesand | services of groups services
friends. family family
Didn’t know | members member
anyone
before.
Length in UK 7 years 9 years 2 years 3 years 11 years 10 years
Immigration Asylum British Student visa | Asylum seeker | Indefinite Student visa
status seeker citizen leave to expired now
remain seeking
(previously (previously an | asylum
an asylum asylum seeker)
seeker)
Reason for Marriage Asylum Study and N/A Study Study
coming to the seeker- war | relationship
UK torn
Religion/faith Muslim/ Muslim Christian Christian Christian Catholic
Buddhist
Educational School- left | School- Masters Secondary O-levels and Degree
qualifications at 15 married at school diploma
15
Are you No, status No, does do | Not Not currently Not currently Studying
currently does not some currently as not
employed allow for volunteering permitted to
work and courses work
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How long have
you been
attending
antenatal group
for?

3 years

7 years

10 months

7months

6 years

3 years

How many times
have you
attended the
antenatal
group?

Approx 25-
30 times

Approx 70

10 times

7 times

About 50

Approx 25-30
times

Are you linked
in with any
other
HIV/community
services?

A
counselling
/advice

Several
support
groups

Several
support
groups for
African
mothers

Several
support
groups for
African
mothers

No

No

How long ago
were you
diagnosed?

3 years ago

7 years ago

10 months
ago

3 years ago

2 years

2 years ago

What stage of
your pregnancy
were you in
when you were
diagnosed?

At 3 months

At 5 months

12 weeks

4 months

4 months

5 months

What was your
last CD4 count,
a) less than 50,
b) 51-200, c)
201-500, d) 501
and above, e)
don’t know?

201-500

201-500

501 and
above

501 and above

Below 40

Over 700

What was your
last viral load, a)
undetectable, b)
51-1000, c)
1001-10000, d)
10000-50000, €)
50001-100000, f)
don’t know?

50,001-
100,000

50,001-
100,000

Undetectabl
e

Undetectable

N/A

Undetectable

Are you
currently on
anti-HIV drugs?

Yes

No

Yes

Yes

Yes

No

123




Participant table continued..

Participant Halina Najah La-Tosha Batu Bebi Camille
pseudonyms
Partnership status Single Single Married On and off Married Single
relationship
Does your partner Yes Not sure No he is Yes No N/A
have HIV? negative
Living Participant Participant Participant, Participant, Participant, | With my
arrangements and 2 children | and 1 child | husband and | two teenage | husband child
2 children daughters, a | and 1 child
younger
daughter
and a
newborn
son.
Number of children | 2 1 2 4 1 1
Did you know Yes many Yes few Yes few Not many Not many No
people with HIV through through through
services and services services
family
members
Length in UK 11 years 6 years 8 years 19 years 10 years 5 years
Immigration status | asylum seeker | asylum Refugee Asylum British Refugee
seeker seeker citizen
(previously
an asylum
seeker)
Reason for coming | Asylum Study/ Asylum Arranged Asylum Civil war
to the UK seeker- war better life seeker- war marriage seeker- war
torn for child torn torn
Religion/faith Christian Christian Catholic Christian Muslim Christian
Educational O-levels Didn’t finish | Didn’t finish Secondary Secondary Didn’t
qualifications secondary secondary school and school and finish
school school some some secondary
college college school
courses. courses.
Are you currently Studying a Yes No No No, studying | No
employed degree and
doing relevant
voluntary
work
How long have you | 1 year 5 years On and off | attended 1 year 2 years
been attending for 7 years for3
antenatal group months
for? when | was
diagnosed
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How many times
have you attended
the antenatal
group?

Twice

10 times

I don’t know

3 times

9 times

7 times

Are you linked in
with any other
HIV/community
services?

Several
support
groups

No

No

No

No

No

How long ago were
you diagnosed?

5 years ago

6 years ago

8 years

6 years

7 years

1.5 years

What stage of your
pregnancy were
you in when you
were diagnosed?

At 2 months

At7
months

At 4 months

At 3 months

At 3 months

At 4
months

What was your last
CD4 count, a) less
than 50, b) 51-200,
c) 201-500, d) 501
and above, e) don’t
know?

Not sure but
good

Over 700

Over 700

Over 700

Over 700

N/A

What was your last
viral load, a)
undetectable, b)
51-1000, c) 1001-
10000, d) 10000-
50000, e) 50001-
100000, f) don’t
know?

Not sure but
good

Not sure
but good

| don’t know

| don’t know

| don’t know

| don’t
know

Are you currently
on anti-HIV drugs?

Yes

Yes

Yes

No

Yes

Yes
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Appendix 7:

The below has been removed to ensure confidentiality.

Excerpts extracted from further contextual information relating to individual participants in
attempt to situate the sample

(To preserve confidentiality and anonymity some details have been omitted, and only 2 women
have been presented) permission was given to include the below:
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Appendix 8- An example of a full interview transcript for Grace after initial coding

This has been removed to ensure confidentiality.
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Appendix 9- Chronological List of Themes which emerged — Interview two- Grace

Past traumatic experiences

HIV as part of journey/ one facet of a whole person/ get to know me not just HIV
Prayer led me to be rescued/ prayer as saviour

Difficulties of mastering a new country/ disorientated/ alone/ confused

Pregnancy as shock/ pregnancy as product of rape/ Pregnancy as a mixed experience
Discourses around HIV as death/killer

Trauma of multiple family losses

End of the world/ hopeless/ waste away/ life is pointless
Traumatic experiences

HIV linked with death
Power of witnessing others stories/ People in positions of power shifting perception

Challenge of not breastfeeding and the financial implications
Importance of relationships/ social support

Importance of being treated as human/ connecting with others
The power of witnessing others doing well with HIV

Seeing others doing well and living healthily as source of strength
Support groups being a place to meet others

Time as a healer

Expert of experience- Active coping/ taking control/ being an advocate/ helping others
Capacity for resilience

Support groups as important

Seeing others doing well/ not alone

Engaged with community

Expert of experience/ connecting with others/ gives purpose.
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Complexity of not breastfeeding/ discourses around being a selfish mum/ children’s health
as priority

Importance of social support/ connecting with the community

Impact of stigma
Awareness campaigns/HIV isn’t catchy

HIV as part of one’s identity/ integrated

Past trauma

Capacity for resilience- survivorship

HIV as a horrible death

Feelings of depression/ seeing and hearing things
Social isolation/ psychosocial difficulties

Religion as source of strength/ faith/ Religion as a coping strategy however Stigma- HIV
associated with sexual perversity

Image being important- a signified of being healthy, can’t be identified as HIV-positive
Disclosure decisions as challenging

Fear of abandonment and/or rejection

Children’s fears for their mother’s health

HIV being something to keep a secret
Psychosocial stressors- poverty/ son being deported
Self as strong/ as a fighter

Coping strategies- Praying and religion/ active coping/ expert of experience and witnessing
others

HIV as not the end of world/ can live healthy/ allowing oneself to think of a future
Need for professionals to respect confidentiality

Mixed experiences from health professionals
Positive stories of future
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Appendix 10- Theme Table for Interview 2- Grace (some initial clustering of themes from

Grace’s transcript)

Psychological consequences of diagnosis of HIV/ initial reactions/ emotional responses

Feelings of depression/ seeing and hearing things
Shock

Sadness/ Fear
Suicidal ideation

Fear of abandonment and/or rejection

A traumatic history/ past traumas/ contending with numerous social problems/
psychosocial stressors.

Past traumatic experiences

Pregnancy as shock/ pregnancy as product of rape/ Pregnancy as a mixed experience
Difficulties of mastering a new country/ disorientated/ alone/ confused

Trauma of multiple family losses

Traumatic experiences

Challenge of not breastfeeding and the financial implications

Social isolation/ psychosocial difficulties

More to me than HIV/ HIV as one thread of one’s life/ HIV as not the dominant story
HIV as part of journey/ one facet of a whole person/ get to know me not just HIV

HIV as part of one’s identity/ integrated

Role of religion and prayer

Religion as source of strength/ faith/ Religion as a coping strategy however Stigma- HIV
associated with sexual perversity

Prayer led me to be rescued/ prayer as saviour

Pregnancy as associated with trauma/ challenges to mother-child relationship/ Child as
priority

Pregnancy as shock/ pregnancy as product of rape/ Pregnancy as a mixed experience
Challenge of not breastfeeding and the financial implications
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Complexity of not breastfeeding/ discourses around being a selfish mum/ children’s health
as priority
Children’s fears for their mother’s health

HIV conceptualised as death/ narratives and discourses of HIV being death

Discourses around HIV as death/killer
End of the world/ hopeless/ waste away/ life is pointless

HIV linked with death
HIV as a horrible death

Living proof that one can do well with HIV/ witnessing new stories of HIV

Power of witnessing others stories/ People in positions of power shifting perception
Seeing others doing well/ not alone
Seeing others doing well and living healthily as source of strength

The power of others/ other’s reactions/ other’s responses/ social support as key/
challenges of disclosing to others

Importance of relationships/ social support
Importance of being treated as human/ connecting with others
Support groups being a place to meet others

Support groups as important
Engaged with community

Fear of abandonment and/or rejection

Importance of social support/ connecting with the community
Impact of stigma- HIV being something to keep a secret
Awareness campaigns/HIV isn’t catchy

Need for professionals to respect confidentiality
Mixed experiences from health professionals
Disclosure decisions as challenging

Mastery over one’s life/ being an expert of experience/ active coping style

Expert of experience- Active coping/ taking control/ being an advocate/ helping others
Expert of experience/ connecting with others/ gives purpose.

Resilience/ inner-strength/ coping well
Capacity for resilience

Survivorship

Fighter

Inner-strength

Prayer and religion

Active coping

Expert of experience
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Image being important- signifier of health, can’t be identified as HIV-positive
Time as healer

Positive stories of future

HIV as not the end of the world/ can live healthy and think of a good future.
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Appendix 11- Example of an interview transcript before initial coding- Shona’s transcript:

The below has been removed to ensure confidentiality.
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Appendix 12- Examples of some of the process of organising emerging themes- See

Appendix 13 for examples of related extracts.

Abstraction leading to the development of a super-ordinate theme

Emotional responses to a diagnosis of HIV/ psychological consequences of a diagnosis of HIV/
initial reactions to a diagnosis of HIV

Depression

Shock

Self-neglect (not eating, drinking, preparing self to die, not washing)
Paranoia

Tearfulness

Not sleeping

Sadness

Disappointment

Fear

Disbelief

Hopelessness / contemplating suicide

Assuming diagnosis will lead to imminent death
Dissociated/ cut-off/ numb
Terror/fear/anxiety/dread/uncertainty at others responses

Subsumption leading to the development of a super-ordinate theme (emerged from sub-
theme around other’s responses, felt it required a super ordinate theme itself as various
sub-themes attached and occurred in all the women’s stories).

Community and systemic influences and responses to HIV
Significant relationships

Social support

The role of health professionals

Media influence

HIV-related discourses
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Appendix 13- A wider selection of quotes which correspond with each master and sub-

theme

HIV as part of a wider tapestry

Emotional responses to the
diagnosis of HIV

Batu: After that | was very bad, | self-neglected, | didn't care about mys
starting giving things away, it was &K was preparing myself to die.

Camille: I didn’t care about me, | had no energy to get dressed, bath etg.

Mary: My mind was blank, | couldn’t think. My brain just stopped.
Camille: I just stared, | felt nothing.
Shona: | never expected it, and | was so in shock

Bebi: | was so shocked; | didn't think it was true so | got tested lots morg
times to make sure it wasn’t a mistake.

Halina: | felt very sad.
Najah: | was so shocked and sad.
La Tosha: | couldn't eat or sleep and felt shocked and sad.

Mary: My mind was blank, | couldn’t think. | ignored it and thought mayh
it is not true, maybe they have made some sort of mistake

Bebi: | didn’t think it was true so | got tested lots more times to make su
wasn’'t a mistake.

Mary: Since the day | was diagnosétkel terrified, fear, depressed and
scared.

Halina: | felt very scared.

Grace: | said HIV positivepk then it is the end of ¢hworld, that's what |
told the doctor, | wanted to commit suicide; | wanted to come out and di

Esther: So | was like the world has end8thrts crying) For some time |

couldn't talk, | was very very very shocked, | didn’t want to live anymore.

Najah: | was awful, | wanted to kill myself.

Najah: | was crying the whole time, | was depressed, | couldn't eat, |
couldn't sleep it was terrible.

Camille: I felt so low; I couldn’t even bring myself to eat.

Kabira: | do have times when | feel low and depressed and | think why 1

elf,

re |
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see people doing worse things than me and think why not them.
Najah: I thought there is no way | could have that kind of sickness

Batu: | thought that it only happens to certain people, like people who sl
around and that it couldn’t happen to me.

Bebi: | was thinking | am a good girl, | haven't slept around, how could |
have this. | thought this can’t be me, | am a healthy person, | am never

Najah: | was walking around paranoid and talking to myself.

Grace: Yes | became so depreksseeing things, hearing voices

ee)

sicl

Traumatic experiences
Mary: All my life has been abusive by men.

Grace: This is the bullets on my fagminting to her face) and one entered
into my mouth and | was also kickedarthe chest. () They did what they
wanted with us, started raping us, beating us, that's where | got it from.

Kabira: It was hard having the diagnosis, a baby and a relationship
breakdown

Halina: | was raped lots of times it was horrendous.

La Tosha: | had this thing and then my partner started being violence to

m

Psychosocial stressors
Najah: the HIV and immigration was too much.

Grace: They say my son has to be deported, that is why my CD4 count
come down.

Camille: I live in an awful place, | canvtork and | am sure this is making
me unhealthier; there isn't even room for my child to play.

Josephine: It was difficult coming here and living like a poor person.

Halina: the language, the cultutbe weather it is all different.

Educational experiences

Shona: | never thought | would die, that was the number one thing. Bac
home | worked in a youth service and joined and volunteered an anti-HI
campaign and they taught us many things, the positive aspects of HIV,
stigma, the myths, what people think isn’t how it is, and | believed them
took it in.

Shona: What gave me strength was the lectures and training | was give
home and | know with medication that it wouldn’t kill me.

~

the
an
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Josephine: When | was doing my O levels people came in schools and
us about HIV, telling people what to do, about condoms, so | learned m
about it and my mum was a nurse so she used to tell me about all the
different types of people she saw so | really learned from that.

Camille: a lot of the posters and talks in school | had were

useful and showed me a different side of HIV.

fau
pre

Community and systemic influence

and responses to HIV

s Significant relationships

Esther: He couldn’t believe it, heidd don’t know what you are talking

scared to go and meet him. He wasaurprised and scared that he migh
be infected. But after he found out he was negative.

Esther: he said | have to terminate the pregnancy

| told him to go and get tested but he refused and then he left us, still to
he refuses to get tested.

Bebi: | told my husband and he was very shocked, he thought | was sle
around and so he left me for 3 months abandoned, it was a very difficul

wonderful and supportive.

home

she has never mentioned it again

was not good and left.

Mary: He (partner) keeps an eye on meway | play with her or kiss her, @
when | give her a bath or change her nappy, he is scared | might pass i
her accidently. Or when | have rpgriod he is worried about her.

that church

they think of me very highly, it is better our relationship stays good.
Kabira: If | met someone what do | say? Will they accept me?

Kabira: even when you go to the dentist the form asks for medical detai
and I'm always scared and debating kg what will happen if | say yes.
Do | say it or do | not, most of time | choose not to say it.

Batu: | still haven't told my family, | don’t want to worry them.

Batu: | haven’t told me children and | really must | just don’t know how t

Mary: No | don’t know howto find the words. Becaudalon’t know if they
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Grace: he said if you are HIV | will just leave you and go away to another

Kabira: | told my mother and she just thought it isn’t true, she is in denidl.

Batu: Although I did tell the father of my child, my second partner, and he

about, and he said it could be a mistake, he said to come, but myself | was

Kabira: When | was told about the HIV | was with my daughter’s father anc

time, but then he came back and apologised and since then he has been s

=

or

Najah: I told one woman in church ancegkeacted so badly that | had to sgop

Shona: | haven't told anyone, my family know nothing, because back hame

(g




will be accepting or rejecting but | think rejecting.

Bebi: | am worried how they will react dralso people gossip a lot, you tel
someone something and next minute they tell someone else.

Kabira: It feels like a burden, a secretit | don’t know when | would be
ready to tell or if | will be or if smeone else will tell it for me, that's why
I've kept it.

Najah: You know sometimes | test people, | tell them things and see wh
their reaction will be so | can think it what their reaction might be if |
told them.

Bebi: Sometimes it is difficult because we have to be careful and | want to
protect him and keep him healthy, so sexually, always using a condom etc
can feel like a punishment and prison.

Camille: It also hurts me that | can’t be a full woman, | am worried about sex
and so | don’t enjoy it because | am so panicked.

Social support

Mary: They talk about what we can do to help you get through this, how
can live with it and be confident, so that they say I'm HIV and so what.

Grace: To see people in the same $ibmawho are good, healthy, who hay
kids helped me be strong and confident.

Shona: it gives you courage and a boost.

at

Yo

Josephine: you meet other people who are HIV people, get educated, lear

new things, and understand HIV more. It is great to hear other people’s
experiences and vice aversa, you learn a lot from each other.

Kabira: | could be open and relaxed, take a breath, no one is there to judg

as they are just like me.
Camille: they are a great opportunity to not be alone in this thing.

Esther: Without them | would be lost, they keep you looked after and kn

The role of health professionals

Mary: with the other women the midwives were talking a lot and playing
with the baby and with me they just came in checked and left.

Shona: one nurse when | gave birth and was in a lot of pain and | think she

stigmatised me, her face was not invitatgll, | said please help, and she
said no take care of him yourself and then she left, | think she treated
differently.

Kabira: when | got there she looked at my book and said what is this? A
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said | am HIV positive and she said oh don’t come back here again, don't

come back here again. Thatsmhe worst experience for me.

Halina: the midwives treated me diffatly they threw my sheets away and
was only allowed to use certain showers and stuff.

Grace: Some people are not trained, whemas bleeding, as soon as they
knew about it, they cleaned everywhere, put on masks on, sprayed and
everything. And that was the ambulance people!

Bebi: They looked at me like | was a piece of shit.

Grace: | did have experience witlirainee doctor who broke the news in
front of someone from my country, so that was awful!

Mary: I'm quite concerned about my letter box, | live in flats and someone

might see the letters.

Shona: | like professionals because of the confidentiality which binds what

they say.

Camille: One time | went to a doctor and the secretary looked at me fun

and then when | sat down | heard her say to the other one, she has HIV, a

thought everyone can hear!

Kabira: The staff there were very professional, | was among other peop

there was even a time when my daughter needed medicine but | had visito
and so they waited for everyone to go and then called me into a room to sz

they didn't want to give her the medicine in front of everyone in case | d
want people to know or ask questions, | felt so relieved and happy they
thought about that.

Josephine: The consultant he is very nice and supportive so he helped
He doesn't rush you; he does his job wholeheartedly, he supports you,
time to get to know you.

Halina: It was much better, the midwis and doctors were fantastic, they
treated me so well and | felt supported and confident that my baby woul
ok.

Bebi: My medical team are very gooddathey are supporting me in trying
for another baby.

Media influence

Halina: [] | saw this program andiitas about living healthily with HIV,

and | felt overjoyed, and wished everyone could watch it to know that

HIV isn't just death and disaster.
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Najah: [] | was watching Jeremy Kyle and there was an HIV-positive
white woman and she told her husband and he hugged her and said he
loved her. That was the first time | saw HIV on the TV

especially on a white woman, it was special.

Esther: It should be on TV and the radio more and people should knowt
awful thing and we don't all lok like we are wasting away.

Camille: There should be more awareness to show it's the same

as something like diabetes.

its

HIV-related discourses
Kabira: | thought I'm going to die, a terrible death.

Halina: | couldn’t believe it, | just thought this is it, | am going to die, in 2
months | will be gone. That's the mentality in Africa, you will be thin as g
finger and it will eat away at you and you will be gone quickly. () In

L

Zimbabwe my aunt and her baby died of HIV, | helped nurse them towalrds

the end and they were both so awfudigk, that's what | thought would
happen to me and my baby.

Bebi: | was scared of dying a horrible seffing death, | want a safe death.
Camille: I thought that’s it, my time has come.
Mary: Yes, death, dying, coffins.

Grace: my mother died of HIV, my fatheied of HIV, my sister of HIV, my
brother of HIV, my sister of HIV; we were 7 and now are 2, all my sister
died of HIV.

Najah: It meant death
Esther: End of the world, death, pointless

Batu: | did tell one man who wanted to marry me and | told him you can
because | have HIV and he was veige and understanding and said he
would pray to G-d to take the HIV away from me.

Camille: I thought what have | done to be punished, I've always tried to
good person.

Shona: They believe in witchcraft, those fetish things, that someone is
cursing you; someone got upset and sent it for you. So my sister believg
someone sent it to me out of wickedness.

Josephine: People in my country thstmething is doing juju (curse) to
them.

—

£S

Mary: HIV in my country and for my people means you are dirty, you sl

ep
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around. You go be like a prostitute.

Shona: HIV is seen as so differencamcer or diabetes, | think because sé
is seen as the main cause and sex is seen as immoral.

Grace: | am a stronigeliever. | pray.
Halina: | go to church to which is helpful.

Bebi: religion is important in the house, | believe HIV is my destiny and
planned it.

Esther: It is out of my control, it is in the hands of the powers above

Camille: I pray everyday and he |ookfter me and makes me keep going,

Experiencing a different story

Being accepted and embraced

Grace: He is the person who madestrenger, he said no worry, people
here live, people here are ok, they get medication, and they have childr
put that thing in my mind that | would live. He wanted to share with me g
cup of drink and | said no you will be HIV and he said no | will be ok.

Kabira: My sister hasn't treated me any differently, she loves my daugh
and she hugs me and kisses me. (\Wst away and some friends were
talking about HIV and she came up wéhthese facts, so she must know
more then she said, she must hawa nehat | bought home which made m
feel good.

Camille: He reached out and held my hand and | knew it would be ok

cos he touched me and smiled

X

en.
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Healthy lifestyle

Josephine: here if you do what the doctor says and take medication the
are ok, so knowing that helped me, | know medication is there and avai

Bebi: | had a friend in Africa who had HIV and all 3 of their children died
from AIDs because of no medication, so in Africa it is very different and
horrible but here it is so much better.

Mary: | eat everything and anything | can think of to make me healthy. |
extra then | normally eat, | do a lotwhlking instead of the bus, | am tryin
to keep myself healthy and it does help, it really does, my CD4 count w
really good

Halina: | think living healthily, walking, eating well, swimming and keepir
busy with my children and studying

Grace: | say | am HIV positive and noae believes me cos | look good. Th
other day | told the nurses and they said no!

ny
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Mary: | try, | don't like people to see me looking sick, or down. | try to ke
myself healthy at all times, if one day | don’t look good | just put all the
makeup on. It makes me feel better about myself.

Camille: I look good so | am happy, as long as people can't see a stick
thing that looks sick.

Expert of experience

Grace: | went on a course, telling of sipry, how healthy | am, and | went
on a course about choosing medication and another course on side effe
medication; | am choosing my own type.

Josephine: And now | can help the others who are worried or newly
diagnosed

Kabira: they have helped me in more ways too; they have trained me in
facilitating

Halina: | am in my final year of degree where you learn how to empower

communities
La Tosha: In the future | want teelp people with HIV in Africa.
Bebi: | am going to college to be a social worker so | can help other peg

Grace: she talked to me and showed me her letters of how she was
diagnosed, she has been here for almost 18 years, she had had a child
showed me the papers, and she said can you tell? | said no

ep
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Batu: | also met some inspirational people (named the group facilitator) wh

spoke confidently about being HIV themselves and they looked good arn

d

were happy so that made me feel better. They made me think if they can d

| can do it.

Mary: see my role model, she has 3 children and is about 40 and still Ig

good and healthy. Every time | look at her and think of HIV | feel better,|i

keeps me going.

HIV can touch all

ok

-

Grace: Then there is a doctor who came to me and he said to me | am HI\

positive, a doctor?

Halina: This white woman came to counsel me and she was telling me
everything will be ok, people live a long time with HIV and that there is
medication available. She compared it to diabetes. | thought she was lyl
me and | couldn’t believe it but then she told me she had HIV and was |
healthily with her healthy children, and that was a big moment.

Vin

Najah: | was watching Jeremy Kyle and there was a white woman with HI\

and she told her husband and he just hugged her and said he loved her
was the first time | saw HIV on theV especially on a white woman.
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Camille: I used to think it was just people like me but now | know

it happens to all types of people.

HIV as not the master identity

Grace: it is part of my life and | withke my medication as being my best
friend (Smiling).

Najah: | have HIV; it is pardf me like a piece of clothes.

Camille: You accept it as part of ybut not all you and get on with it.
Esther: Sure | am HIV-positive but there’s a lot more to me than just tha
Halina: | think now there are timéslon’t even think of the HIV.

Najah: Sometimes | wake up and don’t remember | have it or | pretend

don’t have it but then | have to take the medication and that is a constant

reminder.

Mother-child relationship

Child as protective factor

Kabira: | didn't ask about anything to do with me, my main concern, 100
was my daughter, for her to be healthy, | did whatever | had to for her.

Mary: Every day | go through a lot and the only thing | am thinking of is
son back home, that’s what is stopping me from killing myself.

Shona: | made up my mind that nothing is going to happen to my baby.
Esther: My baby; he is the only thing | have got.

Kabira: Having her has made me better, she gives me a reason. | just w
the best for her, | hardly think of myself.

Halina: my baby, she kept me alive, she was my priority.

Najah: It changed my life forever, had | not been pregnant | would have
killed myself.

Josephine: | think it made me closer to my daughter, | was on my own
her, so | was just focusing on her, the things we could do together, and
making sure she was healthy. It has made me see her as even more pr

Halina: | feel it was special, | loved her more because | thought without
wouldn’t have known and G-d wanted me to know, and she kept me go

Camille: she is my inspitimn. She keeps me going.

Kabira: My daughter, having her around and seeing her. If she wasn't th]
would be a different story,
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Fear for child’s health and future
Halina: | felt very scared and sad

La Tosha: | wanted to have an abortion as it wasn't fair for the baby and
was worried that she would be sick

Mary: I'm thinking about my baby, is she going to be infected, is she gg
to be ok. It's hard because at that mairiecan’t really think of myself, wha
I’'m thinking is just my baby.

Batu: | was thinking | am going to die tomorrow, who is going to look aft
my children.

Kabira: If | think of myself, | think willl go to an age when | will see her?
| pass away what will happen to her? Will | see her grow up?

Bebi | was so worried to not see my son grow up.

Kabira: () Sometimes | am cooking and if | cut myself | panic, last time
locked myself in the bathroom, | didn’t know how to cope with it, | was
scared to infect people.

Bebi: It was hard because | was worried to touch my son, or feed him o
sleep with him, it took me a long time to be ok and even now if | cut mys
throw the knife away, | cleaeverywhere all the time.

Kabira: | would be so scared to give it to someone else, to kill someone
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The complexity of not breastfeeding

Mary: Not breastfeeding was horrible because | felt like something was
missing; we weren't connected, because a lot of things went through my
mind with this HIV thing.

Grace: | said as an African woman | have to breastfeed!

Shona: Everyone was asking why aren’t you breastfeeding? | kept on
defending myself and saying different excuses. It hurt me so much, eve
no solution to HIV, a solution to breastfeeding would be so important. |
found the pain so much and for African women it is not normal. My baby
cried so much and usually if you give them a breast they will stop but he
wouldn’'t and | couldn't. | thank g-d | didn’t have him in Africa how would
have explained it to my mum

Halina: You see in Africa people know if you don't breastfeed its cos yo
positive.

Batu: | used to cry when the baby cried as | felt | was missing out on
something. It was very difficult; it felt less close and womanly.

Grace: Yes it is like you are a selfishmupeople used to ask me why are
you not breastfeeding? They say it's not normal, it's bad.

Camille: It is horrible you don't feel the same as others it makes you les

n if
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connected.

Pregnancy as a mixed experience

Josephine: Mixed because | wanted a baby and was happy but now | h
much to think about and was worried.

Mary: | don’t know how to say it, it was different. With my son | felt all th
excitement, | couldn’t wait to hold my son, but with her I'm terrified that
what might happen to her, what if something happened to her, how am
going to live with it, cope with it, | don’t have a clue. | was just so terrifie

Camille: | always wanted a baby but never like this, it has turned my
happiness into worry. | hope this thing | have won't ruin things for me a
my baby.

Bebi: How can | explain this pregnancy doesn't feel like how it should, I’
more worried than excited.

Esther: | look at other people and they all seem so happy, with their bel
and me | also feel happy but it is made bad with this HIV thing

Halina: It is a bit of both, depends on the day.
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Appendix 14- Excerpts from reflective research diary:

February 2™ 2010:

Today | met ..... she walked into the room and had such presence, | was taken a back by her
boldness and openness, somehow | was expecting a women to enter the room and present
as quite unsure and low, but instead | was confronted with someone who proudly shouted
her HIV status with a beaming smile. She proceeded to freely telling me her life story linking
it to how she came to be diagnosed with HIV, it felt really important to her for HIV to not be
seen in isolation. Hearing the atrocities she had experienced whilst she showed me her scars
and bullets marks | felt such a mix of emotions, | felt angry at what violations she had been
through and it bought my human rights side out, | felt saddened and overwhelmed by the
multitude of her experiences but yet completely consumed by her capacity for resilience,
and her wish to share her story and teach others. | found my position an interesting one, |
felt like | was bearing witness to her atrocities yet at the same time was being asked for
acknowledgment of how well she had coped and what a survivor she was, | also feltin a
struggle about my role as a researcher and the clinician within me who has such an interest
and experience of working with women in similar situations felt shut down and restricted, |
wanted to give her more than the interview slot | had. | felt honoured to be hearing such a
story and found myself thinking about the power of her words and how they could reach a
wider audience. At the end of the interview she embraced me and told me what a wonderful
experience it had been talking to me, | felt relieved and had a reinforced energy for my
research.

March 18" 2010

A women started telling me about many experiences from health professionals of stigma
and discrimination which she had faced, | felt sickened at some of her accounts and
frustrated and disappointed that this was taking place in England. It took me back to some of
the stories | used to hear when | was in Africa and made me wander about how it was safer
for me to associate them there, than to bear the thought of them still happening in a context
which | was part of. | wandered what my role meant or represented to her, here | was a
white professional talking about her HIV. | felt my attempts to be warm, supportive and
containing increase minute by minute as a way of giving her a different type of experience
from a professional. | also was inspired by her ability to reflect on the more positive health
professional experiences, and her wish to change and improve things as opposed to punish
or resent them.

April 20" 2010

Today | interviewed 3 women and was struck by all of their vivid accounts of the difficulty of
not breastfeeding. This felt something that was really important and caused them a great
amount of distress. They spoke a lot about the lack of connection to their baby, the cultural
ideas around not breastfeeding meaning you were not a good mother or were selfish, or
how it indicated to others that you were HIV-positive. They spoke about the importance of
breastfeeding as an African mother and how it signified being womanly. This felt like
something | anecdotally had experienced through my trips to Africa but hadn’t seen fore

146



grounded in the literature, | wandered whether my interest in this area had shaped my
guestions in which led the women to share their feelings on breastfeeding. | also had felt
this though with medication, in my experiences of talking to women diagnosed in Africa
many had concerns about the medication, that it was unnatural, going against the spirits
that G-d would heal them etc yet so far none of these concerns had come up the
medications and therefore did not seem pertinent to these women.

March 7" 2011-05-14

Sitting trying to cut thousands of words from section B and feeling really frustrated, | want
to have it all in there especially as | felt the women’s voices so rarely get heard that | feel a
responsibility and wish to change this. Trying to use one or two quotes from so many rich
accounts feels torturous but equally feel | am learned a lot about research, the importance
of condensing, being concise and selective. Whilst writing the paper | am very aware of what
a small slice of the pies readers get to taste and am left thinking about what the women will
think about the way | have captured their stories.
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Appendix 15- Rolfe et al. (2001) Reflective model (model used to aid ongoing reflection)

Descriptive level of
reflection

What ...

... is the problem/difficulty/
reason for being stuck/reason
for feeling bad/reason we
don’t get on/etc., etc.?

... was my role in the
situation?

... was | trying to achieve?
... actions did | take?

... was the response of
others?

... were the consequences
- for the patient?

- for myself?

- for others?

... feelings did it evoke

-in the patient?

- in myself?

-in others?

... was good/bad about the
experience?

Theory - and knowledge -
building level of reflection

So what ...

... does this tell me/teach
me/imply/mean about
me/my patient/others/our
relationship/my patient’s
care/the model of care | am
using/my attitudes/my
patient’s attitudes/etc.,
etc.?

... was going through my
mind as | acted?

... did | base my actions on?

... other knowledge can |
bring to the situation?

- experiential
- personal
- scientific

... could/should | have done
to make it better?

... is my new understanding
of the situation?

... broader issues arise from
the situation?

Action-orientated
(reflexive) level of reflection

Now what ...

...do I needtodoin order
to make things better/stop
being stuck/improve my
patient’s care/resolve the
situation/feel better/get on
better/etc., etc.?

... broader issues need to be
considered if this action is
to be successful?

... might be the
consequences of this
action?
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Appendix 16: Dissemination and End of Study Letter Salomons Ethics Panel

Title

The experiences and meaning for African women living in the UK after being diagnosed with

HIV during their pregnancy.

Brief summary of the Rationale for the Study

Given the increasingly high proportion of African mother’s living with HIV/AIDS in the UK
(Flowers et al., 2006) and the Department of Health (DoH) and NHS’s focus on delivering
cultural competence (DoH, 2005), it is surprising that there is a dearth of literature exploring
their needs and experiences. Taking into account the re-conceptualisation of HIV as a
chronic illness (Clarke, 1994), the availability of medication in the UK, and associated
increased life expectancy, more consideration is required to explore these women’s quality
of life (QOL) issues, coping styles, and lived experience. Whilst deductive quantitative
approaches may be useful in the future, the existing literature neglects the relational and
psychosocial lived experience of African mothers in the UK, who are often refugee or
asylum-seeking women diagnosed with HIV during their pregnancy. Their complex plethora
of experiences is indicative of the need for a more in-depth qualitative exploration, owing to
the significance of maternal wellbeing on child outcomes, the mother-child relationship, and

early intervention opportunities.

Research Question

“What are the experiences and how do UK-based African women perceive, make sense, and

manage a diagnosis of HIV during their pregnancy, and subsequently?
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This study hopes to extend current understanding on how best to support this population,
both at the time of diagnosis and subsequently, and to inform useful life-enhancing

psychological models.

Sample

The purposive sample included 12 participants. All participant’s were: 1) female, 2) self-
identified as African, 3) over 18-years, 4) living in the London vicinity, 5) had or were
attending an HIV-antenatal group, 6) diagnosed with HIV during their pregnancy, 7) able to
communicate verbally in English, and 8) willing to participate. Participants who did not meet

these criteria were not approached and therefore were excluded.

The participants were aged between 23-41, with a mean age of 32. Their length in the UK
ranged from 2 to 19 years, with a mean of 8 years. Time since diagnosis ranged from 10
months to 7 years, with a mean of 5.2 years. They were from a variety of African countries
and had a range of employment and marital statuses, educational qualifications, and were
from a array of religious and cultural backgrounds. Immigration status varied, however the

majority were asylum-seeking women.

Method

This study used a non-experimental, qualitative design. The information was collected using

semi-structured interviews.

Summary of key findings

Themes which emerged were around HIV being part of one’s wider tapestry, community and
systemic influences and responses to HIV, experiencing a different story of HIV, the mother-
child relationship and one’s capacity for resilience. Some key challenges and coping

strategies are outlined.
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Implications for future research

Further exploration of the role of fathers and siblings in this area is needed. Furthermore,
future studies would benefit from investigating these women at different illness stages, as
well as comparing them to non-asylum-seeking/ refugee women to establish the optimal
interventions to identify and meet their varying needs. It would also be clinically useful to
explore differences or emerging themes in those women who have become pregnant and/or
contracted HIV from rape or whose children are HIV-positive. Moreover, the above findings
could be explored using psychometric measures on areas including stigma, mother-child

attachment, illness perceptions, coping and resilience.

Implications for practice

Several suggestions are made, however some key ones are as follows: 1) designing and
carrying out awareness campaigns and training with health professionals and the media, 2)
working with people using a holistic formulation which takes into account the numerous
factors these women face in addition to a diagnosis of HIV, 3) attending to interpersonal
difficulties around disclosure decisions and of not breastfeeding, 4) creating more
opportunities to attend support groups and to link in with various services, including
religious and spiritual ones, 5) to find ways for people to be experts of experience through
helping others or having an active role in their condition, and 6) supporting people in

meeting and witnessing others who are doing well and living healthy.
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Appendix 17- Respondenfeedback/ dissemination

The researcher was invited to attend onthefantenatal groups where she had initially
recruited participants to digss the findings of the study atalhear the women’s thoughts on
the study. The below is a brief summarysofne of our informal discussions:

Six of the 12 women who participated in the study were present, and an additional 3 new to
the group women were present.

The feedback was overwhelmingly positive &amel women who took pareported on finding
the participation a “worthwhileenjoyable/ thought provoking/ caring/ positive” experience.

The majority of women stated that they wpleased to see HIV on the agenda in this case,
and to have their voices heard; thegared feeling strongly about themes around
breastfeeding, experiences of stgy previous trauma experiencpsychosocial stressors and
of the power of meaeng other people.

They voiced particular interest the recommendations, andastgly hoped that more training

and awareness campaigns would be formedariuture. They realised this was challenging

and hoped that if lots of research kept on taking place, which they were keen to be involved in,
that this would be movinop the right direction.

They also would be interested in how differdre findings would bé the study was carried
out in Africa, and this sparked conversations of cross-cultural rés&drey also thought it
was important that women new to the UK witfrica had ways of leaing and knowing that
HIV in the UK is different to HIV in Africa.

They also were interested in finding outmadérom partners, family members and their
children’s perspectives, and seemed to fasltlould add to the richness of the findings.

They were also struck by the attention paidttengths and capacity to resilience, and stated
that this felt “special/ rare/ different”.

For the women who were not in the group ab had indicated they wanted to know the
findings, a copy of the study will s=nt to them (via a methad their choice) following the
completion of the doctorate (they were aware of this timeframe), and a summary will be made
available to them earlier.

As initially agreed with ta charity, 2 copies of Section B will be provided following
completion of the doctorate so that the wonieailitators etc can ha easy access to the
findings.
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Appendix 18- Salomons Ethics Approval

Removed to ensure confidentiality
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Appendix 19: Journal selected for submission

Removed prior to binding.
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